AUTHENTICATED , 
US. GOVERNMENT 
INFORMATION ^ 


GENETIC NON-DISCRIMINATION 


HEARING 

BEFORE THE 

SUBCOMMITTEE ON HEi\LTH 

OF THE 

COMMITTEE ON MAYS AND MEANS 
U.S. HOUSE OF REPRESENTATDH]S 

ONE HUNDRED TENTH CONGRESS 

FIRST SESSION 


MARCH 14, 2007 


Serial No. 110-22 


Printed for the use of the Committee on Ways and Means 



U.S. GOVERNMENT PRINTING OFFICE 
47-006 WASHINGTON : 2009 


For sale by the Superintendent of Documents, U.S. Government Printing Office 
Internet: bookstore.gpo.gov Phone: toll free (866) 512-1800; DC area (202) 512-1800 
Fax: (202) 512-2104 Mail: Stop IDCC, Washington, DC 20402-0001 


COMMITTEE ON WAYS AND MEANS 

CHAELES B. RANGEL, New York, Chairman 


FORTNEY PETE STARK, California 
SANDER M. LEVIN, Michigan 
JIM MCDERMOTT, Washington 
JOHN LEWIS, Georgia 
RICHARD E. NEAL, Massachusetts 
MICHAEL R. MCNULTY, New York 
JOHN S. TANNER, Tennessee 
XAVIER BECERRA, California 
LLOYD DOGGETT, Texas 
EARL POMEROY, North Dakota 
STEPHANIE TUBBS JONES, Ohio 
MIKE THOMPSON, California 
JOHN B. LARSON, Connecticut 
RAHM EMANUEL, Illinois 
EARL BLUMENAUER, Oregon 
RON KIND, Wisconsin 
BILL PASCRELL, JR., New Jersey 
SHELLEY BERKLEY, Nevada 
JOSEPH CROWLEY, New York 
CHRIS VAN HOLLEN, Maryland 
KENDRICK MEEK, Florida 
ALLYSON Y. SCHWARTZ, Pennsylvania 
ARTUR DAVIS, Alabama 


JIM MCCRERY, Louisiana 

WALLY HERGER, California 

DAVE CAMP, Michigan 

JIM RAMSTAD, Minnesota 

SAM JOHNSON, Texas 

PHIL ENGLISH, Pennsylvania 

JERRY WELLER, Illinois 

KENNY HULSHOF, Missouri 

RON LEWIS, Kentucky 

KEVIN BRADY, Texas 

THOMAS M. REYNOLDS, New York 

PAUL RYAN, Wisconsin 

ERIC CANTOR, Virginia 

JOHN LINDER, Georgia 

DEVIN NUNES, California 

PAT TIBERI, Ohio 

JON PORTER, Nevada 


Janice Mays, Chief Counsel and Staff Director 
Brett Loper, Minority Staff Director 


SUBCOMMITTEE ON HEALTH 

FORTNEY PETE STARK, California, Chairman 


LLOYD DOGGETT, Texas 
MIKE THOMPSON, California 
RAHM EMANUEL, Illinois 
XAVIER BECERRA, California 
EARL POMEROY, North Dakota 
STEPHANIE TUBBS JONES, Ohio 
RON KIND, Wisconsin 


DAVE CAMP, Michigan 
SAM JOHNSON, Texas 
JIM RAMSTAD, Minnesota 
PHIL ENGLISH, Pennsylvania 
KENNY HULSHOF, Missouri 


Pursuant to clause 2(e)(4) of Rule XI of the Rules of the House, public hearing records 
of the Committee on Ways and Means are also, published in electronic form. The printed 
hearing record remains the official version. Because electronic submissions are used to 
prepare both printed and electronic versions of the hearing record, the process of converting 
between various electronic formats may introduce unintentional errors or omissions. Such occur- 
rences are inherent in the current publication process and should diminish as the process 
is further refined. 



CONTENTS 


Page 

Advisory of March 7, 2007, announcing the hearing 2 

WITNESSES 

Erancis S. Collins, M.D., Ph.D., Director, National Human Genome Research 
Institute, National Institutes of Health, Bethesda, Maryland 5 


Karen Pollitz, Project Director, Georgetown University Health Policy Insti- 
tute 28 

Sharon Terry, M.A., President and Chief Executive Officer, Genetic Alliance .. 47 

David Escher, Former Employee of Burlington Northern Santa Fe Railroad, 

Reno, Nevada 60 

William Corwin, M.D., Medical Director, Clinical Policy, Harvard Pilgrim 
Health Care, Worcester, Massachusetts, on behalf of America’s Health In- 
surance Plans 68 


iii 




GENETIC NON-DISCRIMINATION 


WEDNESDAY, MARCH 14, 2007 

U.S. House of Representatives, 

Committee on Ways and Means, 

Subcommittee on Health, 

Washington, DC. 

The Subcommittee met, pursuant to notice, at 2:13 p.m., in Room 
B318, Rayburn House Office Building, the Honorable Fortney Pete 
Stark (Chairman of the Subcommittee) presiding. 

[The advisory announcing the hearing follows:] 


( 1 ) 
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ADVISORY 

FROM THE COMMITTEE ON WAYS AND MEANS 

SUBCOMMITTEE ON HEALTH 

FOR IMMEDIATE RELEASE CONTACT: (202) 225-3943 

March 07, 2007 

HI^5 


Subcommittee on Health 
Chairman Stark Announces a Hearing on 
Genetic Non-Discrimination 


House Ways and Means Health Suhcommittee Chairman Pete Stark (D-CA) an- 
nounced today that the Subcommittee on Health will hold a hearing on genetic non- 
discrimination. The hearing will take place at 2:00 p.m. on Wednesday, March 
14, 2007, in Room B-318, Rayburn House Office Building. 

In view of the limited time available to hear witnesses, oral testimony at this 
hearing will be from invited witnesses only. However, any individual or organization 
not scheduled for an oral appearance may submit a written statement for consider- 
ation by the Committee and for inclusion in the printed record of the hearing. 

BACKGROUND : 

One of the most significant scientific accomplishments in history has been se- 
quencing the human genetic code — a breakthrough that is already transforming the 
battle against a broad range of medical conditions. As a result, scientists have iden- 
tified genetic markers for a variety of chronic health conditions, increasing the po- 
tential for early treatment and prevention. Genetic tests provide information to di- 
agnose conditions, guide treatment decisions and predict future risk of disease. 

Alongside these benefits reside concerns about how genetic testing might be used. 
This threat has deterred the public and the scientific community from taking full 
advantage of the important opportunities that genetic information affords. Of par- 
ticular concern is the potential for discrimination. A number of institutions, includ- 
ing health and life insurance companies, health care providers, blood banks, adop- 
tion agencies, the military, and schools were reported to have engaged in genetic 
discrimination against asymptomatic individuals. 

The lack of a federal policy protecting genetic information has resulted in both 
actual and perceived acts of discrimination. It has also encouraged inconsistent legal 
responses to grievances associated with such discrimination. As the teix writing au- 
thority for the U.S. Congress, the Ways and Means Committee can enforce federal 
insurance laws that apply to ERISA plans, which provide health benefits to the vast 
majority of Americans. In addition, the Committee has jurisdiction over federal laws 
relating to Medigap policies. 

In announcing the hearing, Chairman Stark said, “No one should face dis- 
crimination in employment or be denied health insurance based on their 
genetic information. In order to ensure that genetic science reaches its full 
potential, patients need to trust that their information will be protected. 
Otherwise, people will rightly be reluctant to undergo genetic tests that 
could save lives.” 
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FOCUS OF THE HEARING : 

The hearing will focus on the need for a federal policy to protect genetic informa- 
tion and legislation to achieve this purpose, specifically, the Genetic Information 
Non Discrimination Act. 

DETAILS FOR SUBMISSION OF WRITTEN COMMENTS : 

Please Note: Any person(s) and/or organization(s) wishing to submit for the hear- 
ing record must follow the appropriate link on the hearing page of the Committee 
website and complete the informational forms. From the Committee homepage, 
http: ! I waysandmeans.house.gov, select “110th Congress” from the menu entitled, 
“Committee Hearings” (http://waysandmeans.house.gov/Hearings.asp?congress=18). 
Select the hearing for which you would like to submit, and click on the link entitled, 
“Click here to provide a submission for the record.” Once you have followed the on- 
line instructions, completing all informational forms and clicking “submit” on the 
final page, an email will be sent to the address which you supply confirming your 
interest in providing a submission for the record. You MUST REPLY to the email 
and ATTACH your submission as a Word or WordPerfect document, in compliance 
with the formatting requirements listed below, by close of business Wednesday, 
March 28, 2007. Finally, please note that due to the change in House mail policy, 
the U.S. Capitol Police will refuse sealed-package deliveries to all House Office 
Buildings. For questions, or if you encounter technical problems, please call (202) 
225-1721. 

FORMATTING REQUIREMENTS : 

The Committee relies on electronic submissions for printing the official hearing 
record. As always, submissions will be included in the record according to the discre- 
tion of the Committee. The Committee will not alter the content of your submission, 
but we reserve the right to format it according to our guidelines. Any submission 
provided to the Committee by a witness, any supplementary materials submitted for 
the printed record, and any written comments in response to a request for written 
comments must conform to the guidelines listed below. Any submission or supple- 
mentary item not in compliance with these guidelines will not be printed, but will 
be maintained in the Committee files for review and use by the Committee. 

1. All submissions and supplementary materials must be provided in Word or WordPerfect 
format and MUST NOT exceed a total of 10 pages, including attachments. Witnesses and sub- 
mitters are advised that the Committee relies on electronic submissions for printing the official 
hearing record. 

2. Copies of whole documents submitted as exhibit material will not be accepted for printing. 
Instead, exhibit material should be referenced and quoted or paraphrased. All exhibit material 
not meeting these specifications will be maintained in the Committee files for review and use 
by the Committee. 

3. All submissions must include a list of all clients, persons, and/or organizations on whose 
behalf the witness appears. A supplemental sheet must accompany each submission listing the 
name, company, address, telephone and fax numbers of each witness. 

Note: All Committee advisories and news releases are available on the World 
Wide Web at http:llwaysandmeans.house.gov . 

The Committee seeks to make its facilities accessible to persons with disabilities. 
If you are in need of special accommodations, please call 202-225-1721 or 202-226- 
3411 TTD/TTY in advance of the event (four business days notice is requested). 
Questions with regard to special accommodation needs in general (including avail- 
ability of Committee materials in alternative formats) may be directed to the Com- 
mittee as noted above. 


Chairman STARK. We will begin the hearing, and Congressman 
Camp has been otherwise detained and probably went over for the 
vote. 
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I will start, and thank you for being here to discuss the potential 
for genetic science and the need to protect genetic information. 

We find that patients are reluctant to undergo genetic tests, un- 
less they can be sure the results won’t be used against them, and 
I don’t blame them. Health insurers are in the business of not pay- 
ing out money when they can avoid it, and so they have got an in- 
centive to use whatever genetic information they can get to deny 
coverage or raise rates. 

Employers can also use this information in hiring decisions and 
one of our witnesses will describe his victimization in that area. 

We have got to ensure that patients and workers are protected 
against the discrimination so they can realize, as all of us should 
be able to realize, the benefits of genetic testing. 

We have been deliberating this policy for 12 years. We made 
some improvements in HIPAA and many states have enacted some 
protection since then. The laws vary greatly and we should have, 
I think, comprehensive protections. 

It appears we are close to realizing our goal to ban discrimina- 
tion on the basis of genetic information and the Senate has passed 
similar bills. It is my understanding the administration supports 
the bill that is now moving through Congress. I look forward to 
working with my colleagues on this policy. 

Congressman Johnson has graciously offered to put Congressman 
Camp’s opening statement in the record. On the conclusion of that, 
we will hear from Dr. Collins, who is the director of the National 
Human Genome Research Institute at NIH in Bethesda. 

But if you will withhold, and Mr. Johnson, would you like to sub- 
mit Mr. Camp’s remarks or put them in the record? It is up to you. 

Mr. JOHNSON. If you don’t mind, Mr. Chairman, I would just 
like to say that in his closing paragraph, he says, as this Com- 
mittee considers the Genetic Information Nondiscrimination Act, I 
hope we will recognize that, with sufficient protection in place sur- 
rounding use of genetic information, the information can be used 
in positive ways that actually improve the lives of patients and we 
should not hinder these promising medical advances as we attempt 
to protect patients and employees. He thinks we can work together 
to do that. 

I would like to insert the whole thing in the record. 

Chairman STARK. Without objection, the opening statements 
will be in the record in their entirety. 

[The information follows:] 

I would like to thank all of the witnesses for testifying today about this important 
issue. 

I think we are all in agreement that individuals should not be discriminated 
against on the basis of their genetic information. Insurers should not be allowed to 
use genetic “markers” to deny insurance coverage or increase out-of-pocket costs, nor 
should employers be allowed to fire employees simply because they possess a gene 
that could lead to a particular disease later in life. 

However, the use of genetic information is not always harmful to patients. As 
we’ll hear later from Dr. Corwin, advances in medicine have allowed doctors to tai- 
lor treatments in accordance with an individual’s genetic information. Results from 
genetic tests allow physicians and other providers to better target preventive care 
and disease management techniques to those who need it most. 

For example, a patient that possesses a gene for a type of colorectal cancer would 
be recommended to receive more frequent cancer screenings. Knowing this, the 
health insurer would know to approve coverage for these additional screenings be- 
cause the patient would be at a higher risk of developing colorectal cancer. Early 
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detection and treatment has been proven to produce significant savings and improve 
quality of life. 

As this Committee considers the Genetic Information Non-Discrimination Act, I 
am hopeful we will recognize that, with sufficient protections in place such data can 
to improve the lives of patients. These promising medical advances should not be 
hindered as we attempt to protect patients and employees. I am confident that we 
can both protect patient privacy and improve health care services. 

With that, Mr. Chairman, I yield back the balance of my time. 

Chairman STARK. Dr. Collins, why don’t you proceed in any 
manner you are comfortable? I want to just tell our guests that Dr. 
Collins may have to zip out of here to make a plane, and we will 
excuse him at any time he feels it’s necessary. 

Proceed. 

STATEMENT OF FRANCIS S. COLLINS, DIRECTOR, NATIONAL 

HUMAN GENOME RESEARCH INSTITUTE, NATIONAL INSTI- 
TUTES OF HEALTH 

Dr. COLLINS. Thank you, Mr. Chairman. Good afternoon. 

Yes, I am Francis Collins. I am a physician and a scientist. For 
the last 14 years, I have been at the National Institutes of Health 
and I have had the great privilege of leading the Human Genome 
Project, which many have considered to be the most important sci- 
entific undertaking that humankind has ever mounted, reading out 
the letters of our own DNA instruction book. 

The purpose of this was to advance medicine, to improve the like- 
lihood of people staying healthy and to treat disease more effec- 
tively when it occurs. We are making great progress. 

The Human Genome Project accomplished all of its goals ahead 
of schedule and under budget in 2003 and, on top of that, we have 
now built several more new discovery engines that have put us in 
a position now to be able to discover what, in fact, are the heredi- 
tary factors in a long list of diseases that are particularly common 
in our population. In just the last 2 years, we have discovered 
major genetic factors for macular degeneration, one of the most 
common causes of blindness in the elderly; for prostate cancer, for 
Crohn’s disease; and in a particular explosion of information hap- 
pening right now about adult onset diabetes. 

We have known that these are conditions that run in families, 
but now we are on the brink of very precisely identifying why that 
is and providing the opportunity to tell individuals who are at high 
risk about their risk, and therefore giving them a chance to reduce 
that risk by changing diet, lifestyle or medical surveillance. 

This then puts us in a circumstance of being able to contemplate 
a future of truly personalized medicine. You wouldn’t go to the shoe 
store and buy any old pair of shoes off the rack; you would want 
to be sure it was your size. Yet in medicine, we have often been 
forced to practice one size fits all because we didn’t have the infor- 
mation about individual parameters to be able to do a better job. 
We are now able to do that in some instances, and that is growing 
by the day, not only in terms of predicting risk of disease but also 
being able to choose the right drug for the right person at the right 
time, based on their individual DNA sequence. 

Yet there is a cloud on this horizon. The cloud gets darker and 
more threatening every day, and that is the risk of genetic dis- 
crimination. 



6 


Individuals who might wish to have this information about their 
own future risk of illness or about what drug they might best be 
treated with are terrified that if that information gets into the 
wrong hands, it may result in loss of their health insurance or po- 
tentially loss of their job. While there is, as the Chairman has indi- 
cated, effort under way in many states to deal with this, it is a 
patchwork of different kinds of laws with many exceptions. If we 
really want to protect the American public, we would have to do 
it with Federal legislation. 

Twelve years ago, colleagues of mine and myself wrote a paper 
in the journal Science advocating for the importance of this kind 
of Federal legislation. It has been a long, hard slog getting to this 
hearing today where it does appear that finally there is momentum 
to see this happen. 

Let me quickly put a human face on the issue. On the screen 
over here, you see a diagram of a family. You can tell who are boys 
and who are girls by the figures here. I draw your attention to the 
individual with the red arrow. 

This woman came to seek advice because she had suffered from 
both uterine and colon cancer at a relatively early age, in her thir- 
ties. It turned out, so did her mother and so did her aunt. 

After some investigation, it turns out that this is one of those sit- 
uations where the precise DNA glitch could be identified. She was 
actually not sure she wanted that done because of her concern it 
might be used to take away her health insurance. But ultimately 
she decided to go through with it. 

She was found to carry a specific misspelling in a particular 
gene, which confers this high risk of colon and uterine cancer to 
anybody in the family who carries that same glitch. The other peo- 
ple you see there in yellow are all at high risk of also having that 
same misspelling and a test is immediately available for them. 

Yet, in this family, after much discussion amongst the family 
members, not a single one of them decided to take advantage of 
that test, even though we know that in this situation, knowing 
you’re at high risk can be life saving, allowing you then to get into 
a program of annual colonoscopy starting at a very early age, pick- 
ing up that early tumor while it is still easily treated. 

So, this is a real example where the risk of genetic discrimina- 
tion is probably going to cost somebody their life because of their 
fear of being able to get the information that they otherwise need. 
That is not just this family. A recent survey done by my colleague, 
Kathy Hudson, revealed a couple of weeks ago 93 percent of the 
American public, when asked the question whether this kind of ge- 
netic information ought to be available to employers or health in- 
surance companies said, absolutely no. So, this is a widespread con- 
cern. 

At NIH, where we do a lot of genetic research, fear of genetic dis- 
crimination is causing many people to decide not to participate in 
that research, which both deprives them of the opportunity to get 
useful information and deprives all of us of the results of the re- 
search. 

So, we need to take action, and the sooner the better. Every day 
that goes by, we are missing out on opportunities. As this kind of 
information more and more moves into the mainstream, and it will 
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soon, it will have a dampening effect to say the least if people are 
afraid of obtaining this information about themselves. 

This is about all of us. There are no perfect genetic specimens. 
We all have these glitches. We have the chance to find out what 
they are in a way that will benefit us. But we need to be assured 
that that is safe. 

Thomas Jefferson wrote the words that you see over there on the 
Jefferson Memorial: “Our laws and institutions must go hand in 
hand with progress of the human mind.” 

Progress of the human mind has led us now to this remarkable 
point where we can read our own DNA instruction book. Our laws 
and institutions need to keep up with that, providing people with 
the kind of reassurance that this information is safe to obtain and 
won’t be used against them. This is an issue of equity, of justice 
and of civil rights. You don’t get to pick your DNA; it shouldn’t be 
used against you. 

The President of the United States in his visit to NIH earlier this 
year strongly endorsed the need for this legislation. Secretary 
Leavitt has been very much out in front of the promise of personal- 
ized medicine and the need for better policies to provide a safe har- 
bor for people who wish to have the information as part of their 
medical care. So, all of us hope that this will be the year where the 
American people are given a gift by the Congress that is long over- 
due: Federal legislative protection against genetic discrimination. 

Thank you very much. I will be glad to answer your questions. 

[The prepared statement of Dr. Collins follows:] 
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Chairman STARK. As I understand it, most of us are not offered 
these tests at our regular annual physicals and so we don’t have 
many cases of actual discrimination. People have suggested we 
wait until the testing is more universally performed. Would you 
have any comment on that strategy? 

Dr. COLLINS. If you were standing in the middle of a train 
track and the train was headed toward you but it wasn’t going to 
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hit you for another 10 minutes, I suppose you could decide to wait 
a little longer and see if you could just, in the nick of time, jump 
out of the way. 

If, on the other hand, you are a thoughtful person or trying to 
preserve life, it would probably be better to make another plan. 

Yes, you are quite right. Most of us have not yet been offered this 
kind of test. Even though there are a thousand tests available, they 
are mostly for rare diseases. As the family I showed you indicates, 
oftentimes the trigger is a very strong history and not all of us 
have family histories like the one I have shown you. 

But increasingly, this is coming into the mainstream. Certainly 
with the proliferation of discoveries about diseases like diabetes 
and Alzheimer’s, asthma, hypertension and so on that are hap- 
pening right now, it is only a matter of time, a short period of time, 
before this does find its way into the kind of talk you are going to 
have with your physician in the next few years. Do you want to 
know about these risks? Many people will want to answer that, 
yes, and to be reassured that it is safe to do so. 

Chairman STARK. Well, where do I go. Doc? Say, all right, I am 
a believer and I want to go have my DNA recorded and then I want 
somebody to tell me which of these ugly things are going to happen 
to me, is that available to people with an internist as a primary 
care physician or people in health plans, generally? What do you 
do if you want to do it? 

Dr. COLLINS. At the present time, the first thing would be to 
collect a really detailed family history. Because family history is ac- 
tually a genetic test that is quite revealing and actually free. You 
don’t have to send off your DNA anywhere. Then a physician who 
is knowledgeable about genetics, which increasingly is more and 
more physicians — that is something we are working on — or a ge- 
netic counselor could look at your pedigree and say, okay, here are 
some particular things that we might want to think about testing 
for. 

At the present time, that would be the trigger. We are not at the 
point where we yet have any tests that are being recommended for 
everybody as a screening test for future risk. Before taking that 
step, you want to be 

Chairman STARK. But even though you don’t recommend it, is 
there one? 

Dr. COLLINS. So, if you want to go to the worldwide web, you 
can find organizations that will market a lot of genetic tests to you 
at a certain price. I would be a little wary of those. If you look care- 
fully, many of those are tests that have not been scientifically vali- 
dated. They will also oftentimes, after offering you the test, try to 
sell you a nutritional supplement that will take — do something 
about your genetic deficiency. So, there is a little bit of a racket 
going on. 

Chairman STARK. I can’t get by the Viagra ads on the Internet, 
much less worrying about those guys selling me the other supple- 
ments. 

Dr. COLLINS. These are in some of the same category, I am 
afraid. So, we are not quite there. 

But, Mr. Chairman, I think again for some people we are there. 
For that family, we are there. You will hear from Mr. Escher on 
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the second panel, about how this kind of genetic testing was ap- 
plied to him without his knowledge. 

Again, why would we want to wait to fix this issue from a policy 
perspective until we have hundreds of millions of victims? If we can 
kill the risk here earlier on, we should do so. 

Chairman STARK. Is there something we should do in Medicare, 
aside from this protection? I don’t suppose Medicare pays for this 
yet. Is there something we should do that would encourage or ac- 
celerate the more generalized use of these tests for the benefit of 
those of us who are Medicare beneficiaries? 

Dr. COLLINS. Sir, that is a great question. In fact, we have been 
in discussions with CMS about what would be the criteria to begin 
to reimburse for these genetic tests. 

The Secretary’s Advisory Committee on Genetics, Health and So- 
ciety, SACGHS, has been meeting on a variety of topics like this 
and, in fact, issued a report about a year ago on coverage and reim- 
bursement for genetic tests, which specifically addressed the ques- 
tion that you asked and, I think, made a number of points about 
what criteria Medicare might want to consider in making a deci- 
sion about when to cover for these kinds of predictive genetic tests. 

I think those are thoughtful recommendations. I think they are 
under serious consideration. It is, in fact, a very good thing that 
there is at a high level this advisory Committee that advises Sec- 
retary Leavitt about genetics, because this is coming along so 
quickly. 

Chairman STARK. What does a genetic, you know, nice, broad, 
all-inclusive genetic test cost? To the closest thousand dollars. 

Dr. COLLINS. That is a hard question, because both of the num- 
ber of genetic tests is expanding quickly and the cost is coming 
down so fast. At the present time, you could test a specific place 
in your DNA sequence and ask whether it is a letter T or a letter 
C for something in the neighborhood of less than 50 cents. But, of 
course, on top of that you have to have quality control and you 
have to have somebody who is going to sit down with you and 
spend health professional time going over the meaning of the re- 
sult. 

So, I actually think it is not the cost of the test that is going to 
be limiting. It is going to be the other important aspects of that, 
as far as the delivery of that information, so that you can use it 
in a way that benefits your own health, instead of just giving you 
a laundry list that doesn’t make sense. 

Chairman STARK. Thank you. 

Mr. Johnson, would you like to inquire? 

Mr. JOHNSON. Thank you, Mr. Chairman. 

You know, I appreciate the fact that people, including me, want 
their genetic information protected from the wrong eyes. This legis- 
lation that we are considering has a fairly broad definition of ge- 
netic information, including family history, which you say is impor- 
tant. 

Dr. COLLINS. Yes. 

Mr. JOHNSON. Do you think that is too much or not enough? 

Dr. COLLINS. I think it is actually quite critical to include fam- 
ily history. As you can see from this example, a family that I talked 
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about, family history is often the trigger that initiates an examina- 
tion that results in a genetic test being conducted. 

You can imagine if legislation covered only the results of a test 
but not the family history, then the amount of protection being of- 
fered would be quite limited and almost nonexistent in a situation 
such as this sort. After all, the insurance company or the employer 
might say, well, it wasn’t the genetic test that caused me to decide 
to jack up the premiums or to pass over this person for a pro- 
motion; it was their family history. Unless family history is in- 
cluded in the definition of genetic information, then essentially this 
bill would be toothless. 

Some of the states have, I think, made that mistake and have 
bills that have genetic information that don’t include family his- 
tory. 

Mr. JOHNSON. Yes, but what percentage of the family history, 
what percentage of the time does it actually come true that they 
pick up this problem? 

Dr. COLLINS. Sure. Most of the time, family history is a clue 
but it is not certainly determinative of what is likely to happen. 

Mr. JOHNSON. Right. Right. 

Dr. COLLINS. Again, the point of the bill is to try to say if there 
is predictive information about somebody’s likelihood of falling ill 
downstream, and they may well not fall ill downstream, that pre- 
dictive information ought not to be used to take away their health 
insurance access or their access to a job. They ought to be judged 
on other 

Mr. JOHNSON. I know. But our job is to try to keep the insur- 
ance companies from doing just what you said. How do you do 
that? 

Dr. COLLINS. The way this bill has been written, and it has 
been under construction now for many years in the many iterations 
that we have gone through over 12 years getting to this point 

Mr. JOHNSON. I understand that, and that has been one of the 
problems we have had. 

Dr. COLLINS. I think it has carefully considered all the ways in 
which there might be loopholes to the protections that the public 
needs and expects and tried to cover those loopholes with things 
such as including the family history in the genetic information defi- 
nition. 

Mr. JOHNSON. Well, but you made the statement also, I believe, 
that it requires several if not a whole bunch of people to figure out 
the family history. How do you keep all that information confiden- 
tial? 

Dr. COLLINS. Again, it should not be confidential to the health 
care provider. Let us be clear, this bill, and it has some specific 
language in it that says this, should in no way be construed to 
interfere with the practice of medicine between the health care pro- 
vider and the patient. 

What this is saying, in terms of the health insurance provisions 
is that the health insurance company may not request or require 
that kind of information. If they happen to obtain it, which they 
might very well in the process of reimbursement for services, they 
are not to use that information in a discriminatory way that would 
cause that person to lose access to health care. 



18 


So, it is, I think, worded appropriately, so it doesn’t get in the 
way of the delivery of medical care, because we all believe that 
ought to be better, not worse. But it puts in place protections 
against the misuse of the information in a discriminatory way. 

Mr. JOHNSON. I think our lawyers will like it. 

Thank you, Mr. Chairman. 

Chairman STARK. Mr. Thompson, would you like to inquire? 

Mr. THOMPSON. Thank you, Mr. Chairman. 

Could we talk a little bit about how the folks’ concern that they 
may be subject to discrimination is affecting efforts in regard to re- 
search? 

Dr. COLLINS. Certainly. That is a very serious issue right now. 
This is not a hypothetical future risk. In fact, we have documented 
this over the course of more than 5 years. 

At NIH, we run many research protocols where it is part of the 
protocol to undergo a genetic test, whether it is for colon cancer, 
as in this situation, or breast cancer or diabetes or a variety of 
other conditions. Individuals are intensely interested in those re- 
search protocols, especially if they have a family history and they 
are wondering about their own future risk. 

We have documented that the most common reason why someone 
who is otherwise very interested and willing to join up to a re- 
search study decides to back away and that reason is genetic dis- 
crimination. Roughly a third of the people who would otherwise 
participate are now deciding not to, specifically because of this con- 
cern. 

As a physician, I can’t sit across from somebody expressing that 
concern and tell them that their concerns are unwarranted. At the 
present time, without this legislation, they are actually, I think, 
looking at a serious risk. Even though we are very careful about 
how we keep the information confidential. 

This is permanent information. Once you have had a genetic test 
that shows something about your genome, that is going to be with 
you from now on. Without the assurance that it won’t come back 
to bite you, some people just aren’t willing to take the chance. 

Mr. THOMPSON. Are those data quantifiable, or is this anec- 
dotal? 

Dr. COLLINS. They are quite quantifiable. So, I can submit for 
the record, three manuscripts that have been published that de- 
scribe what those statistics look like. They all come up with this 
conclusion. It is about a third of individuals in these research stud- 
ies who decide not to participate because of this specific fear. 

Mr. THOMPSON. Mr. Chairman, I would like to ask that those 
documents be submitted for the record. I think that that is very im- 
portant. Because it sounds like if this bill were to pass, that would 
fix a lot of this problem. 

Dr. COLLINS. A huge sigh of relief would settle over the re- 
search community that we would no longer be in the embarrassing 
position of having to tell people that this is not a safe procedure 
to undergo. A huge sigh of relief would fall over some of the physi- 
cians who are currently in a position of having to advise patients 
with a high risk of breast cancer that if they are going to undergo 
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a BRCAl test, they might want to do it under a false name. People 
are doing that right now. 

Mr. THOMPSON. Great. I think that is important. 

[The information follows: PENDING] 

Mr. THOMPSON. Then the other question I have is, if the bill 
were to pass, are there any things in this that we should be con- 
cerned about as far as it would impact prevention and wellness 
programs that are offered by some health plans? 

Dr. COLLINS. No, I don’t believe that there is a concern there. 
Obviously, that was an issue in the drafting of this bill to be sure 
that we didn’t discourage in any way wellness programs that em- 
ployers — 

Mr. THOMPSON. You feel that that has been well protected? 

Dr. COLLINS. I believe that that has been very well protected 
by the way the bill has been written. 

Mr. THOMPSON. Thank you. Dr. Collins. 

I have no further questions, Mr. Chairman. 

Chairman STARK. Mr. English, would you like to inquire? 

Mr. ENGLISH. Thank you, Mr. Chairman, I would. 

Dr. Collins, welcome. We are delighted to have you here and I 
am particularly delighted to be an original cosponsor of Represent- 
ative Slaughter’s bill. 

Looking at the big picture, sir, can you tell us first of all what 
the current cost of a genetic test is? Second of all, if utilization in- 
creases, what likely impact is that going to have on the quality of 
genetic testing and its cost? 

Dr. COLLINS. So, currently the costs are all over the place in 
terms of a specific test. As I mentioned earlier, the actual cost of 
being able to go and look at DNA from an individual and say, do 
you have a T or a C in that position has dropped profoundly and 
is in the neighborhood of less than a dollar. 

But on top of that, there are many other costs that fit in, and 
I might mention that one of them is that some of these tests have 
been exclusively licensed to a single diagnostic company, which has 
tended to discourage competition, and so some of the tests have, in 
fact, remained more expensive than certainly on a technical basis 
you would expect they need to be. Including at least one that is up 
in the neighborhood of $3,500 for a genetic test. 

But those costs will be coming down, and will be coming down 
rather quickly, I think, as the number of tests grows and the abil- 
ity to multiplex them increases. 

The wider availability of such tests, I think, would in fact drive 
costs down. It would certainly improve the possibilities of individ- 
ualized prevention, something that we all hope and dream for. At 
the moment, if you are going to go to your physician and say, I 
think I want to practice better prevention, what should I do, you 
will get a sort of one-size-fits-all prescription, maybe a little bit 
tweaked by your family history or your blood cholesterol, but not 
in an individual way that would be possible with this new kind of 
information. 

So, as we bring that more into the mainstream, I think that will 
have the potential of keeping all of us healthy for a longer period 
of time. Goodness knows, if we are going to sustain the costs of our 
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health care system, we have to do a better job of focusing on 
wellness instead of treating far advanced disease. 

Mr. ENGLISH. Dr. Collins, that was going to be my next ques- 
tion. You know, assuming for a moment, I mean, there are a num- 
ber of proposals out there for how to cure the health care system 
itself But given the fact that most of them, I think, are grounded, 
whether they are based on a government model or a market model, 
most of them are grounded in achieving cost savings. 

How would a broader use of this sort of testing contribute sub- 
stantially? Can you give us an example of a utilization of this test 
that is just now on the horizon that could have a significant impact 
on the cost of health care? 

Dr. COLLINS. My boss at the NIH, the NIH Director, Elias 
Zerhouni, is fond of pointing out the four P’s of where we are going 
in terms of the practice of medicine, if we are going to drive down 
costs. That is personalized, preemptive, and predictive. All of those 
apply to what we are talking about here, as well as participatory, 
the fourth P; that is, getting everybody engaged in more attention 
to their own medical care. 

I can give you an example right now where costs have already 
been documented to be reduced. Interestingly it is the same condi- 
tion that is diagramed there on the screen, a condition called he- 
reditary nonpolyposis colon cancer. This affects something like one 
in 500 individuals in this country who will carry a misspelling in 
one of these genes that causes colon cancer and sometimes uterine 
cancer as well. 

We know that if we could identify those individuals, tell them of 
their risk, get each of them into a program of colonoscopy begin- 
ning at an early age, maybe age 35 instead of age 50, you can go 
through the calculations and they have even documented this now 
in real cases that have been followed for some time, that you will 
reduce substantially the downstream occurrence of metastatic colon 
cancer, which both costs productive years of someone’s life and ac- 
tually costs medical care dollars in great excess of what the 
colonoscopy would have cost. That is a published analysis that will 
tell you this is an approach that not only saves lives, it saves 
money. 

Mr. ENGLISH. Thank you. Doctor, and thank you, Mr. Chair- 
man. I yield back the balance of my time. 

Chairman STARK. Mr. Becerra, would you like to inquire? 

Mr. BECERRA. Thank you, Mr. Chairman. 

Dr. Collins, thanks for being here with us. Let me ask a couple 
of questions regarding how far we extend the protection. I think 
most of us agree that we need to do more to protect individuals 
when it comes to the use of the information, genetic information. 
But we also want to make sure that because it is genetic informa- 
tion, it goes beyond just the individual but includes family mem- 
bers as well. 

How far do we extend that? At what point do you say that you 
can’t protect the great-great grandchild of the person whose genetic 
information was taken? 

Dr. COLLINS. So, obviously, there is no bright line one can draw 
and say, well, family history is no longer relevant. When you get 
to that point, the way the bill has been written, it goes to the 
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fourth degree relative, which is to say if you’re talking about me, 
you could he talking about my mother, that would be one degree; 
my aunt, that would be two; my cousin, that would be three; my 
first cousin, once removed, that would be four. That is a bit of an 
arbitrary dividing line, but it seems nicely inclusive of where most 
of the major risks are going to reside. 

Mr. BECERRA. I think a number of folks would say that is going 
pretty far out, that first cousin once removed. At what point, are 
you stifling the ability to actually use information for valid pur- 
poses? 

Dr. COLLINS. I hope not at all. Again, the purpose of this bill 
is simply to say that that kind of genetic, predictive information 
ought not to be used by a health insurance company, particularly 
in the individual underwriting market, or by an employer to make 
decisions that would discriminate against that individual. 

But it is, I hope, absolutely clear that this in no way is intended 
to inhibit an interaction between a health care provider and their 
patient, trying to assess what is best for them as far as preventive 
care that is going to keep them healthy. 

With regard to this fourth degree relative, again, just look at this 
family that is up there on the screen. While I won’t try to count 
through all the relationships, there are certainly people in that 
family who are at high risk for colon cancer who are fourth degree 
relatives of other people with colon cancer, because it has really 
traveled through that family in a very devastating way. 

Mr. BECERRA. Because this is science, this isn’t two dice that 
we are rolling on a table, we feel pretty comfortable that we can 
make these predictions that we need that type of protection for 
purposes of nondiscrimination, because it is based on hard numbers 
and available data? 

Dr. COLLINS. It will be based on hard numbers in the sense 
that you can make a prediction statistically based on somebody’s 
position in the family and what you have learned about their DNA 
sequence, what their likelihood is of falling ill. But I should be 
clear about this. 

Most of the genetic tests that are going to find their way into the 
mainstream of medicine in the next three or four or 5 years will 
not be yes/no; they will be, well, your risk is threefold higher of get- 
ting diabetes than somebody else. Or your risk of getting prostate 
cancer is threefold lower than somebody else. But you could still 
get it. 

The idea here, though, is to be able to optimize where you pay 
your highest level of attention as far as your own prevention, in- 
stead of having everybody do the same thing, which is what we 
have largely been doing before. But most of these tests are not 
going to be deterministic; they are going to be predisposing. 

Mr. BECERRA. I have one last question, Mr. Chairman, and Dr. 
Collins this is going to take you somewhat off base, so ratchet your 
brain a bit, because this is a different question. It still relates to 
genetic information. 

I would like you to give me your thoughts, and if you can’t give 
me too much right now, I would love to chat with you later on 
about this. 
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Right now, we are talking about not misusing this information, 
not taking it beyond the health care arena to make decisions. I 
have a concern that we are seeing more and more genetic informa- 
tion being withheld because of the ability to patent genetic infor- 
mation, genes, and therefore keep it out of the public domain un- 
less you are able to pay the high price to get the information. 

I know that is not necessarily the subject of this hearing, but I 
am wondering if you have any thoughts about the whole issue of 
patenting genes and genetic information? 

Dr. COLLINS. Thank you, Mr. Congressman. Yes, I have a lot 
of thoughts about that and if we had more time, I am sure we 
could dig deeply into that. I am aware of the bill that you and Mr. 
Weldon have recently introduced on the topic of gene patenting. 

This has been a subject of intense interest from the Genome 
Project’s perspective. One of the things that we did to try to defuse 
what was a bit of a gold rush toward claiming parts of the human 
genome was to put all of the information that we derived on the 
Internet every 24 hours, basically making it prior art and therefore 
less likely to have IP claims upon it. But, of course, a lot of genes 
did get claimed anyway. 

The NIH has worked hard, I think, to put out guidelines on this 
topic. I would particularly want to refer to the guidelines on re- 
search tools and also the guidelines on licensing of genetic discov- 
eries because it is not just patenting, it is licensing that often ei- 
ther creates a good or a bad situation. 

I think we make a mistake, though, when we think of patenting 
of genes as a moral issue. I think it is really a legal question. The 
real deciding question ought to be, is this benefiting the public or 
not? Because clearly there are instances in which a patent benefits 
the public by providing the kind of impetus for developing a prod- 
uct that the public needs. 

One can cite the example of erithropoetin, for instance, as a very 
valuable pharmaceutical and those who developed that would tell 
you that a patent on the gene was essential from their perspective 
to invest the hundreds of millions of dollars that it took to get that 
drug to market. But is it reasonable to patent a gene where there 
is no therapeutic sort of pathway that is apparent? Many of us 
would say, no. 

In more than 10 years of working on this issue, it shareholder 
become clear to me that it is extremely nuanced and there is no 
sort of straightforward, easy answer to the kind of important ques- 
tion that you have just asked. 

I actually think, compared to where we were 10 years ago, there 
is a lot more sensibility out there. But we are living with the legacy 
of a lot of patents that were issued in the course of the last 10 
years that, in retrospect, may not have necessarily been good for 
the public. How we sift through that thicket and try to continue to 
make progress is providing a bit of a challenge. 

I am getting on a plane in about 3 hours to go to Europe to talk 
about an international project to try to inactivate every single one 
of the genes in the mouse, the mouse being our most important lab- 
oratory model. The biggest thing that is getting in our way is the 
thicket of patents about the technologies that have been developed 
to do this. It is actually creating quite a major headache. In retro- 
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spect, some of us wish that people had not been so quick to rush 
out there and claim those discoveries. 

Mr. BECERRA. Thank you for the answer. 

I yield back, Mr. Chairman. 

Chairman STARK. Mr. Camp. 

Mr. CAMP. Thank you, Mr. Chairman. 

Dr. Collins, good to see you again. I am sorry, I apologize for 
being late to the hearing. 

I appreciate your testimony, and obviously, this legislation has a 
lot of bipartisan support. It passed Education and Workforce with 
a voice vote. The idea of restricting insurers’ use of genetic infor- 
mation or employers, for purposes to either deny people coverage 
or deny them employment is something that nobody wants to see 
happen. 

But I have a question. You mentioned in response to a question 
that, obviously, having a health care provider and patient could be 
very, very helpful. The question I have is, if an individual has this 
information and needs extra cancer screenings or blood tests, their 
insurer is going to know because they are going to have something 
out of the norm. 

How do we safeguard using genetic information for positive rea- 
sons and also preventing it being used for the bad reasons? 

Dr. COLLINS. So, the drafting of this legislation very much 
seems to take that into very serious account in trying to get the 
balance right. Because, clearly, you don’t want to discourage the 
use of what could be highly valuable information because some- 
thing in this legislation seems to imply that it is improper. 

Again, there is nothing in the legislation to say that a health in- 
surer who learns about genetic information of one of the people 
that they cover is in trouble, as long as they did not request or re- 
quire this and as long as they do not use this in a way to discrimi- 
nate. But, clearly, they are going to obtain this information. 

Employers may, by accident, obtain this information. There is 
clear language in here to say there is a safe harbor if this is genu- 
inely something that was dug out improperly, that there is no cul- 
pability on the part of the employer for that. 

I guess I take particular comfort in the language here, the rule 
of construction, which says, and I am quoting here: Nothing shall 
be construed to limit the authority of a health care professional 
who is providing health care services with respect to an individual 
to request that such individual or family member of such individual 
undergo a genetic test. 

So, they are trying very hard, I think, to make it clear what the 
goal is and what the goal is not. I think the way this is couched 
would accomplish that goal of encouraging the use of genetic medi- 
cine without allowing the discriminatory use, which will cause the 
public to stay away from it. 

Mr. CAMP. As well, you’re correct, not only will insurers get that 
information, but any employer will have copies of those insurance 
claims, they are going to have knowledge of any special test in the 
future that may be required because of a propensity for some kind 
of illness found out as a result of genetic testing. 

Dr. COLLINS. Again, I think the bill makes it clear that employ- 
ers who obtain that information as part of the routine practice of — 



24 


the fact that they are responsible for health coverage for many of 
their employees are not held responsible for that. That is not con- 
sidered a violation. 

It is considered a violation, on the other hand, if they require it 
or in other way put pressure upon the employee to go through a 
test that the employee was not planning to undertake. 

Mr. CAMP. You also indicate in your testimony that if safe- 
guards are not put into law, there could be not as many advances 
in scientific research in this area. 

Dr. COLLINS. Yes. 

Mr. CAMP. That you are finding some research participants are 
concerned the information that may be found will be used against 
them? 

Dr. COLLINS. Yes, and there are well documented examples of 
that. 

Mr. CAMP. Is there any indication that some people just don’t 
want to know what their genetic information is? 

Dr. COLLINS. That is certainly true. In particular, in a cir- 
cumstance, of course, where there is nothing you can do about it, 
genetic tests can predict your propensity for future illness. People 
are particularly interested if that is then tied to an action they can 
take to reduce that risk. In fact, it is that kind of study that we 
are primarily conducting at NIH where there is a potential inter- 
vention. Most people want that information. 

The kind where you can’t do anything about it, there are some 
research studies of that sort. Certainly some people decline simply 
because that is not information they want. 

Mr. CAMP. Just finally, I see my time is about to expire, but can 
you quantify the amount of research that might go forward if these 
safeguards are put in place? Is that possible to do? 

Dr. COLLINS. In a certain sense, that we can already tell you 
that studies that offer people genetic information as part of the re- 
search protocol, a third roughly — and this has been true of several 
different studies — of the people who are offered the possibility of 
participating and who say they want to, basically then walk away 
because of their fear of genetic discrimination. 

So, we would increase the participation overnight if we could as- 
sure people that that is no longer a risk. My hope is, it won’t be 
long before we can do that. 

Mr. CAMP. All right. Thank you very much again. Thanks for 
your testimony. 

Dr. COLLINS. Thank you. 

Chairman STARK. Ms. Tubbs Jones, would you like to inquire? 

Ms. TUBBS JONES. Thank you, Mr. Chairman. 

Good afternoon. Doc. How are you? 

Dr. COLLINS. Good afternoon. Just fine. 

Ms. TUBBS JONES. Good. My predecessor, the Honorable Con- 
gressman Louis Stokes, has a building named after him at NIH. 

Dr. COLLINS. My laboratory is in that building. 

Ms. TUBBS JONES. It is in that very building? I thought that 
it might be. 

I want to speak to you about health disparities and the impact 
that genetic testing could well have on the high rate of health dis- 
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parity among African Americans and people in the majority in the 
country. 

Tell me your impression as to whether this will assist in reliev- 
ing us of disparities or perhaps elevate some of the disparities. 

Dr. COLLINS. It is a very important question, and one that 
many of us have heen wrestling with in terms of the most effective 
way to get the answers to the causes of health disparities, which 
we know continue and are vexing and troubling and do not show 
signs of going away any time soon. 

Obviously, when you see a circumstance where a particular 
group is experiencing a higher rate of an illness or a more severe 
form of the illness, there are many reasons why that might be. Cer- 
tainly access to health care often turns out to be a very significant 
one, as do other environmental circumstances such as diet, such as 
cultural practices. But, of course, genetics is always in there as a 
possible contributor. 

We don’t know in most instances whether it is an important con- 
tributor or not. Until we find out, it is hard to come up with a good 
prescription of how it is we can close these gaps as far as experi- 
ences of good health. 

I will tell you one example. Prostate cancer. We have known for 
a long time that prostate cancer runs in families. We also know 
that prostate cancer tends to afflict African American males at a 
substantially higher rate and oftentimes at an earlier age. The 
question has been, what is that about? 

Within the last year, there has been a discovery of a major gene 
that seems to be involved in prostate cancer risk, initially discov- 
ered in Europeans and subsequently, in a very careful study of Af- 
rican Americans, it looks as if it may be even more important in 
that group. So, in this one instance, we might have a clue that at 
least part of that health disparity ties into this particular genetic 
factor. 

Now, that could be extremely useful to know in the sense that 
that genetic factor may predict a bit about how to follow those indi- 
viduals and what kind of intervention might work. Instead of the 
one size fits all, well, you know, you should go to the doctor, you 
should have your PSA, maybe, maybe not, depending on who you 
ask. Now, finally, we are going to have more of a bright light shin- 
ing on the cause of this illness. What I am saying for prostate can- 
cer is now being attempted for diabetes, another disease of major 
health disparity. 

Ms. TUBBS JONES. The true dilemma is that, historically, Afri- 
can Americans have been reluctant to participate in any type of re- 
search based on their experiences of discrimination in research in 
health care. 

Dr. COLLINS. Understandably. 

Ms. TUBBS JONES. To add to that, the genetic testing presents 
another level of concern. 

I also am smiling because I am sitting here thinking about the 
fact that Reverend Sharpton has now learned that he is related to 
Strom Thurmond. I guess Strom is turning over in his grave, but 
just to think about the connection between — for majority and mi- 
nority in terms of that. 
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But I really want to go back and focus — that was kind of a light- 
ness in what I was talking about. But the reality is that discrimi- 
nation, which may appear to be or a policy which maybe appear to 
be neutral on its face can have a discriminatory impact. That is 
why in litigation with regard to discrimination, we look to not only 
whether it is neutral on its face but whether it has a discrimina- 
tory impact. 

I am just saying to you, based on my experiences in that and the 
fact that I am African American and represent a large population, 
and I know I speak on behalf of the Congressional Black Caucus 
on this issue, that as we walk down this road, we need to be par- 
ticularly concerned about the impact that this could have on not 
only African Americans but other minorities in our country about 
access to health care and research and the like. 

I thank you for your response. I think that we have an oppor- 
tunity to really make a significant impact. But I am just trying to 
back up and say, pay close attention. 

Dr. COLLINS. I am totally with you. I agree that is an issue that 
we ought to have at the top of our agenda as we see how personal- 
ized medicine begins to become a reality. 

My hope would be that this bill, which takes genetic information 
off the table in important decisions about employment and health 
insurance, will be a step in the right direction. 

Ms. TUBBS JONES. Because it looks like possibly — and Mr. 
Chairman I know I am over time and I am almost done — that as 
we provide health care to all Americans, the worry is that there 
will be those who will cherry pick the most healthy people and 
leave the people who need the most health care out in a pocket by 
themselves, which makes their health care so much more expen- 
sive. 

I am hoping that, as we go down the genetic trail, we don’t give 
people who want to discriminate another opportunity. 

Dr. COLLINS. I completely agree we you. At the moment, they 
have that opportunity in certain loopholes. This bill aims to plug 
those. 

Ms. TUBBS JONES. Thank you, Mr. Chairman. Thank you. Doc. 

Chairman STARK. Thank you. 

Mr. Emanuel. 

Mr. EMANUEL. Mr. Chairman, thank you. 

Dr. Collins, I will try not to make you late for your flight to Eu- 
rope here. 

Pretty much a lot of the other questions I was going to ask have 
been asked. So, if I could just narrow it down to just one particular 
subject, and that would be the overlap between the research you 
are talking about, genetic code, genetic information, and the area 
of medical records. 

I am hoping our full Committee and this Subcommittee will deal 
with the issue of medical records, electronic medical records, and 
how do we want to do something over here and something over 
here and the two aren’t either complimentary or cognizant of each 
other. 

So it is not a specific question, how do you protect genetic infor- 
mation. But it is a specific question. If you could look forward, 
what guidance would you give to us? As I do think we have to deal 
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with medical records, electronic medical records that is. What infor- 
mation would you impugn to us or give to us so we do that right, 
so that we can accomplish both goals? 

Dr. COLLINS. That is a great question and one that many of 

us 

Mr. EMANUEL. I will make sure my staff know, since they 
thought about it. 

Dr. COLLINS [continuing]. Many of us are thinking about ex- 
actly that, and certainly Secretary Leavitt is both extremely per- 
suasive about the need to hurry up here with electronic health 
records and also very committed to this idea of personalized medi- 
cine. So, this is being discussed at a very high level in the Depart- 
ment of Health and Human Services. 

That includes, by the way, a serious discussion about how we 
should take genetic information that is going to find its way into 
these electronic records and standardize it so that you could actu- 
ally make some sense out of it when you are trying to compare 
across different databases. 

For me, as a researcher, the chance that over the course of the 
next few years we might be able to learn an awful lot more about 
the interaction between genes and the environment will mean that 
we need to have standard ways of keeping track of both environ- 
mental exposures and genetic information in an electronic form. 

I think actually these things dovetail quite nicely. Because the 
fact that you are trying to develop an electronic health record with 
a standardized way of incorporating genetic information provides 
you the opportunity to put it into a field that is appropriately la- 
beled so there will be no ambiguity here about whether this is 
something which ought to be protected by this particular non- 
discrimination bill. 

As opposed to the current rather messy medical records system, 
where you might have to sift through many pages of hand-scribbled 
notes to even be quite sure what is in there that ought not to be 
used by a health insurance company in doing individual policy un- 
derwriting. 

So, my hope would be that if we have a system that can actually 
better incorporate and better label the information about each of us 
in our medical care, that will facilitate the process of avoiding the 
kind of discriminatory actions that otherwise could happen. 

Mr. EMANUEL. Mr. Chairman, I don’t have any other questions. 
I do think that as we look at the notion of electronic medical IT, 
electronic medical records, this information, I think, will be very 
important in guiding us as we start to develop that piece of legisla- 
tion, which I know has been a priority for you and something we 
discussed in the last congress. 

Chairman STARK. Thank you. 

Mr. Pomeroy, would you inquire? 

Mr. POMEROY. Thank you, Mr. Chairman. I have no questions. 
I just commend Dr. Collins for the wonderful presentation he gave 
the National Prayer Breakfast. I completely enjoyed it. I wish you 
had brought your guitar today; maybe you could have regaled some 
of this testimony in song. But you did a wonderful job and I have 
also enjoyed the testimony. I have no questions to add to it. 

Thank you. 
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Dr. COLLINS. Thank you. 

Chairman STARK. Thank you. Have a safe trip. Don’t forget 
your passport. 

Dr. COLLINS. I won’t get very far if I do. 

Thank you all very much. 

Chairman STARK. Thank you, Doctor. 

We will now have a panel inform us about various aspects of this 
issue. Ms. Karen Pollitz, who is the project director at Georgetown 
University Health Policy Institute; Ms. Sharon Terry, who is the 
president and CEO of the Genetic Alliance; Mr. David Escher, for- 
merly in the employ of the Burlington Northern of Reno, Nevada, 
and Dr. William Corwin, the Medical Director of Clinical Policy, 
the Harvard Pilgrim Health Care service on behalf of America’s 
Health Insurance Plans. 

Why don’t I ask you to testify in the order in which I called you. 

So, Karen, welcome back to the Committee. Why don’t you pro- 
ceed to enlighten us any way you would like. 

STATEMENT OF KAREN POLLITZ, PROJECT DIRECTOR, 
GEORGETOWN UNIVERSITY HEALTH POLICY INSTITUTE 

Ms. POLLITZ. Thank you, Mr. Chairman, Mr. Camp, Members 
of the Subcommittee. I am Karen Pollitz, and I direct research on 
private health insurance at Georgetown University’s Health Policy 
Institute. I am pleased to testify today about genetic discrimination 
in health insurance and about H.R. 493, also known as GINA, 
which would prohibit it. 

Congress and the states have already taken some steps to end 
genetic discrimination in health insurance but work remains to be 
done. For example, with HIPAA in 1996, Congress prohibited in- 
surance companies in the small group market from denying cov- 
erage to any small employer based on any health status reason, in- 
cluding genetic information. HIPAA also limited the imposition of 
preexisting condition exclusion periods in all group health plans 
and prohibited pre-ex based on genetic information in all group 
health plans. 

However, HIPAA did not set any limits on what employer groups 
can be charged in terms of premiums based on the health status 
of members of the group. 

Congress has also limited medical underwriting in Medigap or 
Medicare supplemental insurance. Seniors who apply for Medigap 
policy within the first 6 months of Medicare eligibility cannot be 
turned down or charged more based on their health status. 

After this open enrollment period, however, seniors may face 
medical underwriting in the Medigap market. Federal law protec- 
tions also do not apply to disabled beneficiaries under the age of 
65, although more than 20 states do limit medical underwriting by 
Medigap insurers for these individuals. 

In the past, critics have questioned the need for Federal law pro- 
hibition of genetic discrimination in health insurance arguing that 
very few such instances of problems have yet been documented. 
However, it is important to remember, as Dr. Collins just said, that 
very few individuals have undergone genetic testing to date. 

For example, since genetic testing for hereditary breast and ovar- 
ian cancer became clinically available via the BRCAl and 2 tests 
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in the mid-nineties, 75,000 individuals have heen tested through 
the commercial lah that holds the patent on these genes and ap- 
proximately 9,000 have received a positive test result. So, there 
aren’t that many people yet to he discriminated against. 

My colleagues at Georgetown and I recently completed a study 
on individual health insurance market underwriting practices with 
respect to genetic information. We asked 23 individual health in- 
surance companies to medically underwrite hypothetical applicants. 

Four pairs of applicants were presented. Within each pair, one 
applicant had received a positive genetic test result indicating 
higher risk of future disease. In seven instances, five of these 23 
responding medical underwriters said they would take an adverse 
action based on genetic information. They would turn the applicant 
down, charge them more, or permanently exclude coverage for their 
preexisting condition, which was the genetic information. 

We also asked underwriters what action they would take based 
on an applicant’s receipt of genetic services, which is mentioned in 
GINA. Specifically, we asked them to consider an applicant with a 
BRCAl mutation whose doctor had discussed or recommended pre- 
ventive surgery to reduce her future risk of cancer. Thirteen under- 
writers responded to this question. Of those, five said that they 
would take an adverse action based on even a discussion of risk re- 
duction options and 10 of 13 said they would take an adverse ac- 
tion if the doctor had recommended an intervention to reduce risk. 

Our research findings confirm that patient fears about genetic 
discrimination in health insurance are not unfounded. A Federal 
law prohibition on medical underwriting based on genetic informa- 
tion in all types of health insurance is reasonable and good public 
policy. 

Finally, Mr. Chairman, I would just note there was discussion 
earlier today and concern has been raised at prior hearings that 
H.R. 493 would prevent insurers from using genetic information for 
medical appropriateness review of claims. It does not. 

Current law, health privacy rules, expressly permit the use of 
personal health information including genetic information for med- 
ical appropriateness reviews and H.R. 493 does not disturb that au- 
thority. The bill does prohibit insurers from requiring an individual 
to undergo a genetic test. That’s different. The decision to undergo 
a test is very personal and impacts not only the patient but poten- 
tially members of their family. As you heard Dr. Collins say, some 
people don’t want to have the test. So, that decision under the bill 
rests with the patient. 

But once a patient has undergone testing, the information about 
the results of that test can be available for appropriate uses by in- 
surers. 

Thank you very much for your time today. 

[The prepared statement of Ms. Pollitz follows.] 
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cnedieallyundtrA’iinen balihswjwpt bretmiWprtircEnpjymenfi, msoierajmjniKiB 
proiKt coiGmiei? 3pi::isi the oust nf unknmn,. future tncdui] nsia Insuren use nuDdiral 
Tjdowriting In dislicguish known ehal will tint be cavered. Ewiraally, seieiciSc advances 
may nendfr ihw conshvd ohwIettBjidBlI people wHIIb nhktioi&sciji^onea'nHTie ofow 
lv±iTV liucfh tiuDU^ pentnic resling - KHderinp us aU "'uninsmahli:.'' By pruicclui^ our 
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=HiEiiljilliy, UINA ilffl nwbei IC ttwtt htely tlui rh( meJicil Itietidla (mimcsJ bv 

^mrtir mmor i^irmr Lo pi^ wiOi iht it mvrc rlTnjli'^ littCui^iilii. (:um^ and 

ftf imay ftrxifus atwi expaiJN™ onnatncuif. 

Cunml !»:» nroTribiliunl HT-[‘«;ii[nnlat 

'Cnnpui led Ihe rjlis hj.vE alnody gpne a long wiy lawinl E±iE;g jenme 

discnTninibaG in beiiirh insjcancE, v^ock nsnuirn: In- bf dDOE. Thfr: ii not yd 

i:<inipiie)KiuivEpDt£‘;l2(]aap3init jPTKtLcdismininalJoo m hraltt ti^sa'uiior. CiompiEhEiui.'K^ 
prolKlxja 'vilt privnll iilt bnldi phni ind hcollh inmrm in all mirkrt] from, luming people 
duwn, tt&Kini. Ib^ TnArt. W tMiUdInfi lir KmilioG. iKMlini tm 

tnfiirnuiHiai. Only jedoiJ Icgislilioii oin loooniplt^ ihii gnol. 

In Congnea oiuded Heiliih IniuTanto Pbrlitdlity tnd. ADZounloldlity Act 
{IICPAA), setfrnR rodtral rocanuin dindirdi Cbr p^i^ 1 tK htallh iniunnn, injcludinp a 
TT[|uimnrdl ihil enTplDycr-bpunfOTtd ^roup hcallli piin! nay nOI (Uludt ptrlit^rpull^ baled ua 
pfltlit rtifonniwiai « -rnhw f&cnifi. raining w hMHh tionii. HII'A* prohihicpd iywn htal* 
plBou from impoiing ]nie ■aiding. mrdiriwT. exeSusHim penodi bosed on gnebc intoenulian. 
E-hmover, J-llPAA did ait pnhibit mdirdoal mirloet beidlh mninns irocn 'Xidero,Tit£ig on Ibe 
btaii Ofxtndid infiieminkm, TAdid itEindl insoma in w>y norka ErOm ^i^ryint prenawn; on 
dul huii. 

EincE IIIT.AAt 43 sLotes Eiave prohibfhd uh' ^ pnurlie mrcmutHoi tj' mdrvidijil OLaibel 
bciJlli Lniiorao. CEor Appodik Moil bav^cnKliidalinKiy prddnbnidnEvUdfrfb^^. EAVK 
ililr laoAL for CMcpU, pidhibil imtdiral unikrv.'ijcinj! tniril un. ipOKliC ICil itIulUL btJL ndt utl 
family hitfccv. A Eb^i' tifrlc^ pruhibil insortn from dtnyini: lAmagr bftMdi ^ gjtntlK 
m Amwion, bm p«f rnli MfrfrtiluitKi » b« ^HOTHritd. EdKidEtPitiy . hw aiuo inwitw regoloion 
would onfezK b benubo' pnihihiiiop np ^naic djsonminukm ihin ploin fUEUinry IdJiguige might 
DlliBwiie inditslE. rA EumplE, mss say msunera ocoiciac 'j^r^irilE based oc fomily hislory, 
even whin Ihjiiszot^xcilinll} 'dcludod in. the flue low dedoilion ofgrncck oid'nmaljoa. 



33 


HjTwn-TT ilBitliwi du ndl Bpply Id'CT'Oup iK^llfa tvivdls b)^ ((i-CRikd KlfHi^Jiircd 

pluu heoui^ * fedniJ liw citltd ER.1^ preerfu sMe FE^IiaiiHi m this smu. 
Cmjpmis now ccn^Kkrinp L[fl. 493, LhcOcndic birurnuliiin Nun JiscrirTui^lHti] AcL 
(1 j 1NA.> Thus TiiQKn^L IC^iitkCriin uqU UUiodUi;^ EKi cilublifsli (dttipreliCtUiVe ilaUijhsdl gUhtddKlJ 
lAal |HP 1 K[ d^bMi ^i^iK diunmintdidn in luthh inEuruKt 4nd tdinikyrtMni, Ttik ] cd this hill 
»(iuli p-ohithfi (ji«tiiT!Bwtwn tftpinti nscmhws ^unpIpyff-iiHinwftJ arnup te»Tih plnn(. huiod 
OQ :!hnr gDKtk mformatkin, inrhiding mrcipt <?r ii.encbc scrvKBi. The tiorkct piuriiieca 
fifTllk 1 wmsiM |3 ki jquiulth inauB^ choi^wij employer En!(>ps Ivighcf prsniums bdsed nn 
pmehu inr«anal3aa aboiil imcrntni; uif ihc Gnrup hs^llh ptan dnd htdllb nUin^rKf 

slDDdu-dE in. HR 49^) ore dnUcd in bnlh EEiJSA indilK Ptihlie IkLhh Service Ad. biocder for 
Lteir s^indards 1 d be cnrecreablF similar (a olhB bdeial gruup hcal±i piiii siiDsbnb, 
anKTtilHKTii£ Id ihd Imnttdl Codt i^U bt nd^kd. k ««II. Tkk I dJ Kk 4^ A|«a 

pmhitnb penelie diserimmitiini in individual heil£h inanancCi and in Mcdirarr' E^jpOcmenbL 
Duurani^e pnlutet. 

CnninrehensiTin piphibitiEn. nj ptnelic disnnnniilign in heiitli imuianre unecdai 

Scr^e in. line innirance indiElr}' iave IcdiBid iSaL federal Jeji.isliban is nuC Dededfary, 

WkiUltta lim OKtt i£ rid dvidthtt ihH iniuiai tcdfiiif ^eild diKdinamuHin,’ 

Accnrdini Hi ont Hidtoiy ex[K*t. 

Tbor IS jtDcd riseairsh uiil Ihidt ehii'A’inp dial pnDfde bedinr Hhi4pi](li3iHT.. b^l-tlh in?iJin3, 
dcclon iiu! the findly dng jte aing genelic inCnneialiLXi dgimal Ibem [But] heallh 
nduivn trd ds uiini^ Knucui: mfoitnaiAn. JUcit^ If i very ml puMk fe^r bm ini 
jnfo'SEaded. That inFecrnelinn is see bem^ u»d ijninst pcnple I[kU}’.~* 

KrnveviTi. H V unlibelf duit msdiul undsiwrilen; iii henllh insnaiKE hove had many 
uppoThmibei h? riscrinunalE bued cm genelir infdiciilLOD. The scaenn eyf genetic testing If HilL 
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ynung, uri iclau^ly St»' iiiJivHliiils uftitf gone jxiMliclivit letitlic leslin* m ilif LT^. t'or 

euiispJ:. ^clic ’)f«lin^ bcrnllQiy ttK^'QVifijin (an«f VIA i^CAl BR^'Al. lictUiij u 
cu □flhEtKltn-'fanip.iaaml roucC U±od pitditiL^ LClt^ SmacOii] ^iiTKtK IetI 

bicanz cliniciJIy iil[he Iflld LLIU^a1>aill ? jiUW Utbvidutla tvivt brtn licfftJ Ihruufh 

ihc cDiniiETcial bth 'vhic'h iKildt ihfi ^Knca m !£k£C Ud appi^XirUlEly y.QWI han 
rCiXlivd poNdvf iie$;E:ulti.'' Msi}, ifcjotinaEl Dflhu:Epib;Til3'a'ithpii:itTvc'biid:Enjlls]jVc1y 
wtrc Tfisufcd b>' fmplo^TT-Epfflppfiil ipjup tit3|i}i jiIhss, nheiic discrimiMtaKi -on tKalsh 
d ilicuty :aric3y t^ibiltd 

£vm H), H apnvidivE HEi^iiilEd Wri^ IlKrBAsed nuDcpbliili^ In liarrmnn dji^eue^ 
swh K aSJdunfi. Iteift csoue, ^nd ZEUKer ite iduitifieil, Ibe numho' ekT lasted indiTidoili will 
fTQw ujinddenb^. [e is tharcSdne impnrIiJTl Id luidEitand how hcallfa insmerz would rtsponil 
£C'n?lj? inliszTEiilion nliDut upplicuila im Eo^emgE 's^ticn ihey cnrtiiinlo' tdiii inf[ioDd«in in iha 
mfdicDl undcwrilingpnicEm. 

Bnckaniund sm Mediwl Undawritq g 

[ndividubl iiLbiOi insimncc pluyi s liul lES^TTrlanl nEiC zn -niir snla^ci'f sj'fltdA dT 
hEiTdi CDVEiDEE. Peopk ollini tuns M Lhix Emrlsl '>ho Iht}' Lsnudl hnillh bciitriU ftdnl an 
cmplDycT cr whm Oi^ an injeligibic ^ p abUairtt oxh K Med^MiK or MedRdid. bi 
2(XH. Ejvd 17 iflilbiMi pfojpfc ill dK Uii. wflt co^Kitd by indinAssI IwxUli inswipee. w 
pcnoii af ihf □oii-rMttljf popufelioti’ Oil avtiage. (jwtr t tlnce-yotr :icriod, noe in ftoir odulbs 
toya ai iritiii individual 

ImLi-idiuJ iKallb nif Jiancc ncdiiuDy imdcrAiilliii in muIL auuix llldi tncans 
ippdicDnlx fnr CDVcmge dnisl submit infanjalioci afauuL tivsir Einrcnl and pasi hciillJi Iianu] — fM 
Eiample, whell>cr they hm bicn dii^iosEd with imdical CHuLlinns lunh is dilinLc], ilutt od 
nd lEiscci ror lEDtnl ^inHin vi^, namm and dosa^i eJ nEcntly pnaLTilitlS liKdiOUiailE^ 
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ctt, ipplKiliuni- IjpiciJIy dc ihtI incluilr rpcriOc: qjeslioiu shoiu 

infijmUCKm mr riAW faml^ hitiar*/. 

Un urindividudlKaJlh ihs'.ebike ipplxali[ins.iinil£n»Tiiieri iTiik]E a 

domiun lu isfuc a docliiiE' iPDvm^ biKd snlely nn hnidr lutui inrEcmutiai prnvjded lyn lltf 
afrpligrii[m7 Fcrulhcrapplii-uils, jddibocBl inJornucinn rruybe rcquiEisd. All fiSr 

nKdirBlIy undn^Tittcnlmllli rniuiiuiK paliciECEquirr-wrillencodAfirt U>rc't:af« jny liwdiud 
Ttccrd^andlD lulnnil Lr? fiirthctincdkal namintrliDiUitliaLruiy t« requested. MniEcdHen 
•44ni(tfifi1 TnrunTunldn wj|| br 'Hrm^ dinclly IIr ag] 7 liranl (Ear Exizi^lt, a 

ll|ltfkWWK<IC<itnf[ii>tri^1l9 dfa-nKnEpa]] lulXnx-hErphynaian. Leo fnrqiaenEh, 
^liunts nmy ht rtqmnd uji uke * ptiyUfU fflMhmniOn C>f JdbilDl Etmqilra ^r^iuaE, blooiLac' 
solm forleilin|. A2£l4l repertnn iiwdii^l ijititeTfrrilinfcpfltliWefuumJ Ihnl m ibe rauE-nf 
d20 oppliioitiDza for an^ETb^e GEudifd, undcruTicierD requEjaed. Amltef f [icciEtt ifiedibll hitlcim 
L7?tiinnLaLixndinii'plijTfnan slalrminliond^praapics Dfpptienl irtFdKDl ntcjiidf ]4j7li[nei, 
fiimplei (rfblftrel, silnu. dr u» in< fist IP^rrBdiy rrtlni 4* and puntmcdK phyncal 
cxunuiiEinn DfEhi ipp&Eml 21 limes.^ DlhsEc;^: on indi^diul beilrl^ iiauranu iluricH 
LndcntTiCinp pDlicn; TnidijciJ neacrdi irt ^lulLy rKuened on 2D percem nf 

dpfdiCinidni;. while i Tny Hna1l pntiiDnafzieixEiiijExlirEEilHiaL ftYra'ttitn Dnedn-lBil my 
TTiiuctq lEPOidi on men Ihon 40 porcEni cf ojipliaiLfGia.'' h is in tbds iddichmi] inveszipiiian ai 
Wi dpplidid'f nxdical hiAcn/ iDd beillh dims Ihn inrocmalinn ibou $enEiic icsfnB ip Ukdy 1 d 
be- dKco^Ened- ljttdw*riltit dm ™nr arrau medical inTamaboD Ihfy dii not rpreiEka^ -sfEk. 
CocE disclnuii, hiwn.^, rh-t obtiEcd La donsidcr, r^alualr. and ml upun all aiajlibiE' 
inJiimucHm. 

Thr jninns underurari rjHty [a|(d » in M mid nmln -SittWiB 

•- Co'-ETa^iTuy lKarferrd,a[ Ihe jpf)ltc|uifiniy luiurMd dnwir 

» L" oilcral, cnvErafE may be pncfil iijini t Utndtiif rHe pItItJIWft. « d prett1i«fi dUtdhaiC 
n:QV bf applied. 
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■ IT uJrfTtfl, ihc pilitv rvwy iiiLliirit ill (ovvifj h(ricfl:$. 9 ixntin l^cfdt itvy t>« 3iw«i5falb 
Imllttl « acluijtd, Fflf ejfiidlplt rttf inuifH’ miv apply an ejicluEioi ndcf.' W ilKttast litt 
p<i4ic¥'l mniul dedumiUe. 




LaEi year, TViy cnllebfucL arid I pBimetied with. KeLti N. l^hlnn, i. senior geiielie anunsekia' 
and- Birruule pnndes^ nfevnenk^' id fieargetomi's Lconlurdi iT'oraprEhins^ Cbncer, In 
ewiuc a fiiu^ of modicdl luidcramhJig prutioK n ihe ioE&iicudJ heiLih inciinnot mirkiec u 
iJiey relulE u jenitie irdnuTuban. Oid* Icam bIhi waited HitOi pri-'ale liil miiuipEiTKnt 
doiuuILiitI] Id dcsi^ and Ihiis Study. This pexuseC wsi luppcntnl by a isani fn:ai Ihs 

NidhKi CiiiiBAidx9 Toundunliftti, 

Prafe^^Kiiwl Bwdioii LsdeniTlieri frriin miuren - samr kcil indi sgjtk rsulti-Eliite - 
E'ohinlHred U> pirLcipolE m a lun'ey Dbam iradLea] uiiderHTil±qt pcKbcc: wd jccne^iD 
inCdiEmliEn. Survey pailiidpiilis vdt icaier hisilti Mde W iitait from Ji- e(HPp4ni(4 iftM Kdl 
indindiHl hfSilh lEfVttnu. Sixcesi •dflwd tor nsilDflil, icnipitreisl inaimK toil wnue rmTeragE 
in. mulhple sunei: seven wnriied car nonpmfu [jIue Cnos Slue ShiEkl pilu^ Pu! luee uJ 
ptininpaliE^ uuucm rarad, IhicuRh acroiding, lio dali from Iht NstiuniJ AsKKialicxi oT hmnanw 
C^rmnliiraeiWB.lhrMijJlIie JtnitipHihi inSuftM nail* aihiHiy Ihe i6p len teitth iiwLmee 
ciurponiES based on nolionsl Tnzrkel shiTE, and eijhi cunk amanp Ihe lop 25 -coci^ianie].'' 
I'aDlinpanls eok] dMur cir^tayrnp iniurtn v;m ptwuiedinunvniirr. 

l>a- Burvey Kslol paitici{xiiila.li;und[TwiHlr6|ihl hyt>4lheii(4l applioaiK! tor nQi'verjfe. 
Thr appliwils w[xs irninL'nS m puirs Lhal u.-^ BlnwiL Ldciflidl CX Wpl one plFWn In eae’h ppir 
had iccrivtd a -pniilcvi: ucikIiu leil cciulL Fcr rauli pair UT applet UtU.iwdkA I IhtoimmiGn wm. 
pruviijcd (hll vtuld lihsly priunpl ruPlia m^tcUpLwn by Uhdft'wmcte- Hk suriiey tuned lahen 

' An eiclusKHi cider ii as imecduim la the asiEiciee policy ibac speciQrally excludes oovenee 5bc a 
OAfTicJ ^^^bcmdilkvi. ^imclirm nchiiKlI n'icT^ ^Iniiriik Fik ludjr |uj 4 iliT iJ^I±dlJ llMd 

j InKh [DDdiitHL nagin arbci. 
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^Elic lESI mull inTurmtliun lAwOi'mAk va palinil medical cpcurds ur olhs' falLov up 
ini|uiiv. Thir'hyp0lfrt1lt«l InliK 

- Aras and tlrtoda - hcjh% 19-ytar-nl<! wioufteji whn rtctiwe KHJTir tniuti 

■m»tfifrrtfiiart»i*-tll bfilbi-tthe of-fll uto HlCh »CirMTiBif iS rn;umninKlnlfiiTlhc 
jcncrii pcpu^cocL Upon review of iDedieiJl lecordi^ a u chH iMnh AaVi and 
Hrenidi tiJiw 1 fomily hiSK*y (rfhiefc^ tanwf . Ih sddicim. Ufendfl lUK; TnhcriCtil B 
{lUCAi imuaiio^ meHtini icf lifeime n?*: erf l>reasi md ovtriM ftinw 1i 
u^rf&cimlJy elrvalDd, lux esmin. 

> Guicr and Ddeeb dS-year-ald wumm '■-'ho ore lx:^''^eBa' brsE cancer forrivcas. 
Boih wmnert rttedHly Kid pnAmlivc iuibcii; IU rcmu^ic Ihrir rjiunEa. Upcci ccvii™' 

fflf iiicdieal fecnrdj. it it ciesr ihu iXmdft'e «*««. fdr nfirferBOint twieoy w«s t 

Ijeneiie ren eeiull frem JCM which wat pouiive fnr lyiiiifillOWI HI !he F!t('AJ dJtVit. 
nKonlng hErLilelimcTiik oTd lecimd brebn coneerii iigrurfcicsly elceuicfl, liui nm 
ceram. 

' l-A^an and Hriti — 32-yeir-(ild men Bi £cud healih. Hall meceive regu lor hlnndiejru 
1a mjiadm bSoed ncc. Icvek. In Cbllnw uplelepbcnE inlEreiem botbEiien. 
KknO^led^ I iiluvc ^mib' bdBIcny crfEfnnKhnrmidDiiEv Ibcuihi blood Irrli fn' tr4i 
mH htvt ^4jtl£ijnCiai1y httn iK^ivr Jbr cfmflrd bSnd iren kv«lc. Fnltz hiu lllii 
und^ffiMd fifneiie isniiiu ei^lh l putllivt criult meninj: liil bided wi kve:1i nuy 
cwnrutUy increaie and need In he neanijerf. 

■ Gelmand Honiinl"44-ycir-ojdinen incKKl^nLheihh. Botbe^ribeir insunnee 
applKBliuni dnolniod a reoenl ammllalian wilt a candtalnpin, end bcdi liin KLicnl 
dmihlihnll jiipplemcnlEdBily. ModinI revurdi LnditaSr Calni bduilltlTit editeVuiP 
afiera neqikba hinagedied ■uhdenbPl'Ah^Aniiiidle. Keiw^eeJ'S vfllc »« 
ptomfiKd b>' M Adllnt £tn«ie eeftEq eumpBny icpnn ihni uid ht hii ficnc v^uau 
1hK pill hma B1 rilk CIDt hrvi diiriEE. The rinllGiiqEnl quEilioncd ihr mUdjly dt UK 
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1CA9 ind- aSEun^d hiin lltf genE variic/i fiDund eoe :ccnTicQi];y oliEsi'Ed in nus 
tHMOfc. 


£u[v^' parti ctpinB 'acn: i^sd'u'bal undcrwnilinp iclLoci(E) the? vquM tik: in nipqnsE 
tc ozfh nf ’J k hypulh/Elic*! aiTpliutJil£ FiW Of Iht 13 unUei^lCn^ rt^lpCiAded H inlUnitl 
tjuLtlKy li^ tppiticaiAi ililTh^ttlW aflhCE ii«tW itil'dffltgrHMt. Pw 6r<tVt4, illt 

b>pothctica] ipfilxmil a.ilh i, OAC'A] imAlMdi Tniurcra ^ ¥E. and ^27 FAkI thty 
CTipCCliwtIy, anVr Bitml* ^vvEr-ig# ac a rinclur^ prmAunt, dei^' Imr appluminn, lod <Ma t 
jwlicy Vi'tdll X ridei i^liuksg. Hivcri^ Tar ill diicBiCd: jnd diucdoi related id her brcnsB. For 
hj'piilhEncal Dnrnii, a ICD-vtar tarail t;int;cT survniar wilh a BEICAL muiCitFaii, inaum' d1 ] wtxjld 
TtjcflliiriiJpliEmidh. DUiatf #1 Ei|dEiinEldfl(ifln«K(fitit4pp|ii;uii™ frnmhyiKiifcdticU Frits 
wfirulij he iMADp^eed ptei^Ef; prnvicion afjddibocnl medir^ leffDmunim, n^hilEiitiurer VE'niould 
dory Fnti'4 appliucHoi. Finally, insurer^ would postpanjEccnsdnaLHCiarHowird'^ 
appliribanpEndinFi prcvnriun of additional rncdfcal inCbcnslion. 

In iddPtiini lu ifacK aetNUS, m cCiCr iiHUci»ea umfttfOTIvr! 4:ldF [Itiiden t'f ud 
were unteniiB at la Ad ipprepnxlE lEderaTiuz^ ocnon ind. mid lliEy wiu£d oscd to rocsii}t their 
jnEdual directon. fSieTaVlE 1] 

TIk Kuod ncwa is (Ini mdH yndcrwrilSit taid muil <rf iJif lin« IhM llwy would xid hiaed 
on Bctreno inAxminion. Mnii mid this is bEioiua Pteiriocnjany -policy is t» laxjkr^-nre on Ihe 
basis ai a deTuzlivt dapnoiis and -troiJtmniL und IIkt do- not. undcrwriK hPI 1h« billHi ef fimly 
hiShny uf Bmcliu rnTcnnaliiJil In ib( ibittirt of 0 diignMB. M-W1 Hnrixfwrnen beliewd ±eir 
lainrpE^ pOtic? had hem adoplhd OMdUK 10 liWf. pr^hiUlt (hil pFSOllte. (ThME 'h'tvm muld- 
ittWintUrtrttOvdlhfirtOOipHiy'l policrywKHlIcloWily^^Ml m ihosetlidE? star hoMeotK yet 
■micied lOtdliditM,) 

Hevetlhele^, fur^ fledutj;; are alpn wuh pabeni ond -pnlicynu^ conrenu 

IhK ptnElic diicrinLizuticQ m beiilh rnsuraiue eon happen today and roiild -poisF a proBIcTai in Ihr 
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Aitun 'Ai'^ ukad whilher iJiiy wauld ukt idti'cu jclian biud an ^hieIie mcbnnvtHi m [fat 


■tunct nf kpil 'ff'ifanuuinL noi^ mdETATilns urntred y«i. 


Til.ilp I- [’iikflhllir HL-hfkjE^i] H ILjMllKlidl j^^^IeiiiII WJll [iclitlk lObtiiLilla 
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^k: TiUri^uM-^y Aee iMii£Tv^ilbi.abiii difTncd ifdl^n [kUl biHdon 

MUfic [idcrnum 
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cmsiilcTtliaK punui^K fiCHfK i^ine, A! [4n «f«ii.vrm<i[vh, u^ii{h«l HfKkr'^nibve? 

IWlicrpue i[i D fbillnw up lunuy lhal iln Icixd Lhfir ieieIicq in j):nr 1 ic KTvioes. The- fnllcw up 

siv^VKuplii addiuunul iitfDriii)uiPi^4tM)ui aitofilK applieitxs wiih aMUJ 

rnulisicrn, wJu u'oold jiso Inm hcD cnuniclrd alKtil irpliaiE fur [cdiKuq }kt infiunlrd nd of 
hreui in 4 i aiuriic cinos. Undawr.'^ vkhe asked. "LT Danru'si [CBdicil CKCcds iciSKalBd her 
diMSOT bad difcuud Or retpmin»*d Ppucies e« w^ict her nsk Affuiuft trew eapwi [fof 
EJiarrfle. proph^'lijclu: ]ur.^cry)'>hal imdcryfiilinj luliCmP '^Mild yuu IPkr ud ber apphicalim?" 

Only L3 undmmLemEspimded Id these fallow up qucslinn^ Oflhase, Ih^ uodkatid 
ilKV would IPle on penipt -in nespoiue to IhHipi'o tkclnr having, duscusised risk redlieing 

cptkins, wWlc im ed 1 3 itid ility would liiko on -idveue idUee ifclr dnum recaitcnended * 
sipiiEranlmedinLpranduiTtoiTAKPuilicrilOdrCt (IkoToblolk ImOitEiinip}/. whefl dbC 
isinac qucsiiun 'wif puRd lA bialO IniuraiuK n^julntoro. dWI EPril ihoff kguiE wnu|d pIep pfolt^r 
igainst grrtitir dscrinunaboci based tin Ibcir tsu^ of pPlicnl-ptiytiviian iwimuTiiotlivni^ f'SK 
A]]^ndiJiBh 


IJfli 1. IlndrtWi'lllHj Ad&illbfill DObnl Bibcd Oh lutneulw. 
l u BeduLeBi'CJSi L'antei'Hflh.rCaunsriedTs.llaDmnMndcd] 
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[.inaiirtinns of Melhndnlngy 

TFx :[TxilEiTiinfbCT'DtKtr-ir 1 evlcdsir>i:y nsfHHuknlfQKiiu m'jlli ^onaaL be inberjmeled 
d: reprointDli'^^ oJ Ihe enLre 1 ifdI±i nuuntme induoi^'. In iddilim, tieeiiisc: [lie wrty 
ijwixKWB nnli ihjee ipneisi: iesi5vres»hi |)f-0MiJejB mftniwuiiwiiboin ho* undcrwriiEr! 
mi^L rripimd 10 - lypzr- Od LnJurnu'iEni nr mhcrited niks. Otficr iifiecli 

mi.}' luvE liibsid. ccf uIlL Fa: CKiErpk, smy nujHinritnu cjn:e fiiccn a Mlf-$decM itrofik of 
lhase ndu jurticipuie m j pforesaosiiiJ loulerwrircij snidy gtcii'iip ind *'lus Bifid 'to 'he mm OenlOr, 
toipcfl, Kid infutwd ibwo luvei. Ih oddlKrO, 1li0 idMIifiitd 1h0 iuuc bring 

lUubxd. pufjenlsUy ViiKZ^ mpondccts 'hi insKrT “rocTKlIy.'’ On tbi DlhET loniL nxrey 
vignclles odsa mndr £±1^031 jpplkanb' pnelic infanmbaii. Thif Efane reiula do mn. dud li|^ 
□n hnw wen undEiwrile: rKDgTiiie, or Dvedcok. tMi infonnicinn when, they cnoounls' d in 
pnrtuE. NevEiiheleu, LhEUEpansEiormnujiy'tnainsneiiii InEum provide itepLDfuni nHlfhi? 
irdo mduEtry undemiHUng pncbcoE lelDled eq ^nefie inffunuDcm. 


rnliicv inylirabno j 

wtd OtSierS taii.0i] Ihei hEdICi Eniumnc^ diAt iii llnlt tiiOn biHri dd 
pneiic infomunnn hippeni wt|ty. jf at ell, iiidtlj, *n4 fhefe 1l evultncE tn EU|i(Km dw 
a)iiunt>3n. The- Itra' SDcideue iif[ieBdiuivege[>e[)iiiefiing in [be B.esefiipci]njlBti[Hi some bey 
feHsn. [n oddnion, imfaihniwi^ m nHac Uim 4 iiitco Enay didM&tcc uHnCfi Siwu aonvely 
inking; ufK mEamabac abaut appliunls' gemtk suhz os' Ifham eclaag ’.^Kin lorfa mCanistKin 
when u is. difE£]nered in iheasixseefunderiTji'Kil bffifi CiMTiBgo i^id ihey di^ [ud 

undet'wriiehioed.uti gjOiKiid Difumuciijm. 

HO'Weiiier, rmdmki ihuM^od [hgi ncne lEt^iduil -mukel iezaxeiG -would kL m gREHolio 
lolarmiiirm if dhey difeoveied ». lb Ol'fho 92 dO:i:;iOru IrbdkOd by IhlO Study, M iiiEWOf 
uoed BCtXIK ICifbrmaliOn te ihr IAhO Rk Lhrir acliun lo dKiinD'pfulpoiic, Inadl OuVcreRC (It 
fuirhirgr ccEmiLmi. These men dBci^-cm; -were I'imliied iia'tj'ienfihe^l insuriEce cairrieia ezid 
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niera ipfe&dicioH jJIfnur jppliciimi wilh aenspic uiforninrHon, Cw-ohht« rttpcoiLnlB 
fxpTNJid unrentnviy jj: to [Li rsficiinf orTone fir cLi gcafu i£FIC- ih llrt fidd ctf 

ptnElics hii'E Icfip called ror ^iporoui educaliiOEdl enLm'' niiVihjn ihe InAtilfy U 

impend undeiiuDdiD; dLouI gculic in&nnalKri. Finding^; from 1hlF. lUcti 

cducalinn could hi bccxScLil. Compile hensivi' fcideial ieglidinoe onuld aLui [ieirifi>rt« Hri 
itnip^hfn stale leilrirliDru uui pcarruitE i. ixarorm sliutdird wilhin [Le huliL jouunnoe 
lu never uic fcnrlic mrmnriiDn ui rnodinl undEiwilin^ 

Ibvcn ihc pCa^fitflivr. ruedit;!] imdirwritipj in indiiiHduB] hcallL iiuLiiancx- ii 

oa 4 kev p-umiC: Iht uaSHXo' pTamJeei- lii >>unT -ui Eadividuil'i futiur l-jciLh cair risks, fani 
if ibc- Appileapi krip'BUi K>dty. fVttid ptrixy hiA nnisIioiJ un ic osueptHm Tor 

genetic mronnutian - proceciinp Ihe: ntrarpisiiafl, ■ l^Aii pHi:4f|y.h^(dulf 1hf fimical 
siEniCicance lod ';]n]nusi Dfthis sdcixc e so prodnund. I'DlKymiiieia nill bave m deciile Iww 
ennspreHenuse itsjuillfppmi^^iccnicni ilii>Uldl7«i In £4duus.llitY luve b ooccidcT llx 
pioblcisDd'hEillLzis'mccdiscrinmubQfi in ligjiLnd'ntui g^neoc tesiing nieipd; (brptpienp. 
ImJay and 'Yhil il is libeljr bo ojis in Ihc fuliur. Advinca in pcnetic Kienc: may nuLe ptrarihlc 
ihanailiv impru vcocnli in n’^icinc and puhlic hcallh lhal can reduce dt pea^ent ihr mciiilsnot cd 
many Ahd ckikasiW htldlh dirndiciuni. Fur Ihit <by lo uinnr. pthioils wiS need 

usuranDss ilul iLey con Loth Icun Ihnc gcncEi: uann led uke Jiiprrqmace u:na« tn riediMC [lt$ir 
risk and improw ±air hcallh wilheut endangpnp; chair insuiibiiliiy. 
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Some Saunr nHnfab? iny^a ■fdai ImiKix 

CkrtfdHCfjAV^ coi^tkieliiNk; Jfv, JtfLim D bn ani [M uh t> Ibt hp^ 
CiUdII, MBHI5n]l. Si* Mtfio*.}*™ 7[ltlJ Ifamt [p tWlf'iM t n iJjt ca^f iJdlH 
pftAiiOta bdHUra} 

J b^EMa pr^lcln Fnad ik iliU lUtlb. 

^ dki cn^Tk pvtidc ■ pta^^jkd^bu frtdki: b-Ui sfE<:iJUifinuE 

'^Irplikr iliii u)»a l^ Hi mCUOiy^iOHlIHa Vu£. 

[Bujoni hkip 

JLblxn piUllimid} D ^iHiO UfkHOU ItMU [UlOtODOe 

Araw inkiiira uim "inO^F^'l-nEilaJ nntln lad LvfexykiJ eUxr dnhd bkfOtidOb a 

KTjiiu£.|ii^uMiitaitiUil Ou Ukjorc a [Amin IJ^b'i>n!ik bn-tki pnir t^xbwfi.' 

pE^likBmi.apf nli-l ■■! u Fk^^^UlbLBIUn laiICOAl£JB0l QV 

ixnustii fKniai bir:DC [u»d b [mtuid n't? itirnnbnl'TixiiHii-Fi’^i'l ■=■ inEKd 
iM' 

niruu prcUu IB HOI biLdii?ai| ^imltiiii «'0T*intrioK!i4inM dKini bn^ 

ttHOIT pTf^^moir. n"^ ^ U-w ran ikikalz pn±Jni 1^ hiiU AulffiO'bll bUH 
dfhlaftd4l li4:bMd Hti'Xctfl no*'' 

lliiniUmniinnin'axaitTrtiFniJbofjiHTK'liPii ifh iiidMnl nJikkilk Ateits 
loikpn^l^ n^xl|ui rnn^aE U fab ” 

MrauziToblnuifEB bia njii'ii.Ha iriDTin *htRri pmn orhfapid rektn cFMfa|fajue 

bk kkm d iT[Md:i.|f>ilk UJ bl k<U lx l:it±dJu rfuf IcT Mn...~tU«F4 mt nipnj li it 
ififilicEia'CFtiidiiikfl rnx d'nfnnttL 

^ItklV FTDlvlkt'iXF'^^ bibj:>d[»Lk lira (iltiViiCM >«I1£rU3in « 

DCKUfFIlFUllli FUkOI'liHlI'SlIlIliXKbirlvodB DtljOlOHlinZB framiS n 
Tit' 
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Cini^tani cii*d^tcH lOOfc. RipJiloi n fm iura did mi rcqmd Id ilx hevi:^ 

XdV MdUf^ VHli. icd Vcitw#. ^ Liu LmUr-^^ Irvip^al^ 

piLctihiicai' fEuid ii juinoj)’ LiojEa^ 

'4' ndicna firitiibhiii dscnd m 3zii anne. 


X mlKins nn lE^ibnic [Dabnu ptLOa li pmUhLal, bii Ii ih uuu±. 
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' [filer Lu i^iicLirv Tihibx^ TIi^UpHlie, MJJ/ 3, 3Qf]]. U 

lr7rJ.‘yif»uiodxih.rav.'c[?i'nm'|[r In wrDIIH&i-J-IH kIH 

^ rrrimTflr. ~7<FlirT¥'l^ nf Ik }C1AA un CeieII^ Te^Hui^,'^ kriDC IIe iKiuk riiniiiillE fri l-ibin 

uid HiEiiu Etiotiriia, Mjay 11. 1 Sk il»^<ninu[i>' [4 htin Jiim. H Ctuimua ind CEO, 
Ik-" btfbfi lb? Hqusp fMdkiiry FSii^c^nirTrd^ m ihc 0»turtih±mHi, S^iL..JKr ! 2. 2rH1]. 

^ f ifcil :ii ''riaidk ijsJ-ii|;: iiiciiiiiiikri Kir K wdi k ULSd rii Jei]^ cmerifje juL uu: |c^iniiiii!is~ 
iinJ Arnica Ik. r. April \4, Z.IH13. 

' .bIpJ'lIl.-J,'>'.lllYIIA(liHT3JCCID'pIn^'xltL■ITIUt1^TV Jftn 

^ TJ.S. V'lmP nfllH F^iUciu of ].ikr ^Jlulici, 2D0fi ricTiEsil Pi^utiliiin ^uiipc^ Aiiimiml ^iHiiii] 

kid.Eixtiri±!j£ Sui^lkittn. 

' DiKboa, L- n.al- Mattfn; Haur Imiibilil/ in I]e»)4i rnimiKi niitr C S Wmfcfi^ m Kick.' 

The Cammaw^'Hh Find. &rr 7 rikr Mfl-I 

’ PcTMuJ iinmUnluAliuii Ailll Kjlll^ Tboail Uld BCfl UtipUL [Uk [ni[ia|}ULai mnoilriiin sp«ciiliZB:c 

in rbe- irdvirliiii mirtw Jimicv ^ 

^ F^nrn Prilkc, ^irfund. Rrciui, urij IfilJiy Thuii'ikk Ail^c:l£ibk Ll limlJVidlill Hkllli lul/iflbLjC IbT 

Ccoiinun 3i LeoiThiD t’EidEn lUilllli'' RivpQn iq ibe Kii»r bP4Eil]r T«iin4iiinn. June JiKi I 
" Thiiiui uuJ d^iL, [iriMiiul immiHJIlLUhlb. JuiiAiy 2D, 2D0IT. 

" Numnikl AxucmiHaafEiaiiiiiurCiTniiiissBiKTC^ ~Ar<idrilE«d}diilih IniviTinH Indwir^' 34i>4 
^rkrl Flhirr Ei^il b]ri^Lilf ind CiikU|ViidE,'' IP 2D0d, NAIC. AELCUCd Nb'VtCliKf 3D, 2[}0ft. 
Iinp2.‘^mm'.[ul[.ar[|.i!ii[unmi'nes£in±._roni_nuifcn sbHC beallh sunplcjdr 


Chairman STARK. Thank you. 

Ms. Terry, would you like to proceed? 

STATEMENT OF SHARON F. TERRY, PRESIDENT AND CHIEF 
EXECUTIVE OFFICER, GENETIC ALLIANCE 

Ms. TERRY. Chairman Stark, Representative Camp, and Mem- 
bers of the Subcommittee, thank you for the opportunity to testify 
here. Representative Slaughter, Biggert, Eshoo and Walden dem- 
onstrate robust vision and courage to introduce again the legisla- 
tion that will make it possible for Americans to benefit from new 
genetic tests and technologies. 

My name is Sharon Terry, and I am the president and CEO of 
Genetic Alliance, which is a coalition of more than 600 disease sup- 
port groups. Mine is not a chosen profession, I have been assigned 
it, since my two children have a rare genetic disease for which 
there is no treatment and I long for the day that we can have many 
people enter research. 

I am also the chair of the Coalition of Genetic Fairness and I 
have worked on this legislation for 12 years myself, since Chair- 
woman Slaughter first introduced it. With others present here, I 
founded the Coalition for Genetic Fairness to support this legisla- 
tion and we have had a long and uphill battle. 

We are several hundred organizations strong and include mem- 
bers from every sector of society, disease support groups, health 
professional organizations, women’s leadership groups, labor 
groups, academic, and most significantly companies like 
Affymetrix, IBM and Twentieth Century Fox. We have com- 
promised and conceded a great deal during these years and I be- 
lieve that the bill before you is fair and well balanced. 

Many Americans fear that genetic information may be used by 
insurers and employers to deny, limit or cancel their health insur- 
ance and/or to discriminate against them in the workplace. As 
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ance and/or to discriminate against them in the workplace. As 
more genetic tests become available, there is real concern that this 
genetic discrimination will increase. More than 40 states have en- 
acted legislation on discrimination and more than 30 states have 
enacted it in the workplace health insurance in the first case. 

Despite the presence of these state laws, only comprehensive 
Federal legislation can guarantee that everyone in the United 
States will be protected. This legislation will prohibit the use of ge- 
netic information as a basis of charging more for health insurance, 
limit the collection of genetic information by employers and insur- 
ance, limit the disclosure of genetic information by employers and 
insurers and apply to individual health insurers except if covered 
by the portability provision. 

In 1997, following a number of papers, some by Dr. Collins and 
others, and symposia calling attention to genetic discrimination. 
Chairwoman Slaughter and Senator Snowe introduced companion 
bills in the House and Senate. Over the next few years, there were 
several senate hearings, reintroduction of the bill in both cham- 
bers. 

President Clinton first endorsed the legislation and then signed 
an executive order to prohibit discrimination. Meanwhile the Sec- 
retary’s Advisory Committee on then Genetic Testing and the Coa- 
lition for Genetic Fairness among other bodies called for the pas- 
sage of the legislation. 

In 2000, Dave Escher and others experienced discrimination, 
which he will tell you about after me. 

At the start of the 108th Congress, the bill was radically over- 
hauled. We, the proponents of the legislation, were told that if we 
could give up the strong protections and remedies in the bill, it 
would move. The new bill narrowed the definition of genetic infor- 
mation, specifically excluding protections for genetic tests related 
to manifest disease. In addition, it required claimants to exhaust 
administrative state and Federal EEOC procedures before seeking 
court damage and limit the amount of punitive damages that can 
be awarded. 

The new compromise version, heavily compromised, passed the 
U.S. Senate in 2003 by a vote of 95 to zero but was never taken 
up in the House. 

In the 109th Congress, the Genetic Nondiscrimination Act of 
2005 passed 98 to nothing in the Senate. It was introduced again 
in the House in March of that year and the bill was referred to the 
three Committees, yours being one. It saw no action. President 
Bush released a statement of administrative policy supporting the 
legislation twice. 

The bill has again, this Congress, 110th, been introduced in both 
chambers. The Senate Committee on Health, Education, Labor and 
Pensions has approved it and the Senate will bring it to the floor 
for a vote soon. As you know, the other two Committees of jurisdic- 
tion here, and yours, have taken swift action which we appreciate. 

My passion for more than a decade has been fueled by the faces 
and the voices of the hundreds of individuals who have contacted 
us, fearing for their children, their families, their jobs, their insur- 
ance. Men, women and children, families from communities all 
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across this country have told us their stories and in some cases 
pleaded for us to help them. 

In 2003, Heidi Williams of Kentucky suffered discrimination 
when her children were denied health insurance from Humana be- 
cause they are carriers of alpha-1 antitrypsin deficiency. Her third 
grade daughter wrote to her representative here in the house: 
Please help my mom stop people from treating others unfairly. 

Aren’t health and disease enough to worry about? We cannot af- 
ford to also worry about discrimination based on our mutations, si- 
lent mutations with no signs or symptoms. This is simply about 
preventing the misuse of genetic information. 

This is also about special interests. Let us put the special inter- 
est of all Americans above all else. Every one of you and each of 
your loved ones is at risk for some disease. We cannot yet easily 
reduce that risk, as Dr. Collins has said, but it is in your hands 
to reduce the risk of discrimination associated with that informa- 
tion. 

At the end of the day, we are relying on you to make it possible 
for individuals to use their genetic information for the health pur- 
poses it was elucidated. I have faith that you will relieve our bur- 
dens, your burdens, all our burdens, and I look forward to your 
good work. Thank you. 

[The prepared statement of Ms. Terry follows:] 
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Shsinn F. Terry 

'PrciideDl Bnd TTCl, CihicIJe Alliuncv 
L'balr4{.'ualitl«tl j'dr l-'driHl 


Way'S and M^nna rcmminw 

!iubL43JIITniCli^'Ol1 ^[LSllh 


March M, 2007 
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^luruciTErT^, CaaliLkHii l]br GLiuLlii' FainiU££ 

ChaimiBIl Stark* RepfewnlnUv? Camp, nnd MembEn nF-lhe JJJKXunnnllec, 

tliaiik ,MU (btr ilu; oi^fHinuiiily (a CKdfy ttoe. RcprccovlBlivci SkMifiJurr* E?hixi 

Qfld dETTlEfnptTsiK Kihutl vixiiKi and ciMjrs^c Id IrrinjiLLKie asain ihu kgiilaiir)[i diBL 

w:U ihdkjc it pofBibtc fbr Atncntaii w bcncfil rnwi rK^ ganetic Icsls and i«hTH)hKKx. 

M)' namu a Shanud Tcm'. I ant pri^idont aiid CEO of Genetic ALIianec. a ooiilitioai t>f 
n'leine than 600 diBcase support Emd I am ctuiT of Ihc Coalidon fdc Gondlc 

FniCTic?!. 1 haa^ wnrhiMl on Chis lir^ildiiDn fur IZ ]n:arv aiiicu ChiurwtiOiaii Sltugjrtcr 5rs[ 
itiHodiiecd il With cthas pryseru heir, I fmmdtd llic CogJitwri for Cerwtic Faime^ id 
xupfHirl IhLx lej^latiuci - LinJ wl Iul>¥ bad li hii^ and t^llilt bailie. Wc ■? ec^taal 
buftdred -Br^aniraiiotH Elrong aoid incindc rrrpmh«5 from ?v5i:y sector snciciy diDiaae 
xiipjKiri sTiciup4s IAe FjcinnOur R.isl prCaiLe er tifliao wem] : beahlieare ptefesaional 
(ireajiL/aiiuofl hkc tht A nmican -Socidvof Human Gcnet tca. Xatiotiil SocLety orGmiclic 
Coungdo n* and American AcBdanvpFPriinliks ; wioman'? EeaiEmbip pnops lite 
[rariMPh ^Tbc ’Wnmen'iiJLaTiiiiLOTLianivHrHirtiif .^merle a. labor poape aueh the 
N«lioil B l WortmyhiE Irwrilule . ni;:adpm.ia cucln K Bmvt'D [.ImvcriLl-t- and miisL 
aipiifneamly.mn^anics Ifltc Affyniclrii. IBM, and Taiciirrih Cenjtur> Fm . WcitiMi* 

ihem nnd Ihnsc «if lou, who. yicar after sfupfxirled ihu Ic^iilaliOh. We aK' ililfiHileirt 

Tu sec it paaa. We have cetbpreanhal and conccdcyf a ^car deal diiiiii(i: (hue ]iievsk imd 

ive belies? Ihst Ihe bill bcfbcc >'(1U ci fair and wcH-balanLiHL 


Many Americans fcir 1liat ^lenelic infominricifimaybE used by insurer!, and nrrjibyLrs bi 
deny, lienlt, i)c eaiicel (heirhe^ iikauranec, amt'er ro diserimuiBle against them m lire 
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Tory, CanlLlLan fOTCLnulic Faimeui 

viTitlcplK#' Th^rc have a.lroady b«n a Em' ilDrumoilEil ciso Dl'aujcb tliacnniinalLOiL ud 
Lu mLOTT iLiu aviailab^L Ihcre it Kal const m tha^ diwiiminplii^n -n ill 

incjeasc. Moh Et««.b*vi: nc™ cnncirf licnUli minmiiilicin pri^-acy lepslaiian. [r 
addition, nwre Ihan itabsi lui'e auclcd lEgjxIatiKi -iKi discrimioalicin in bfullh 

wl nuHT Ilian Id flatus tiavi: unaLlol luj^iJaijaii on difiC/iinioHion in 

ihu i^untTibiuE. Drttpns ibc ptcssnsc ofthrcflc la«^, cmlycompfshensivf fodpal 
Ic^lialatHIt cm lluarnnKO in tlie Ijnibcd Ststoi [xclDclLan rcom ^cncliL 

dii^cEnusnatanni ^ucfi1cjisljb<H]'wi]l Lilio aifpiLrx'aiJj^ L'liablC boOitnodljea] rtscatclt 
ifii-alving hum an £ubjiiC4£ md [$etKdic infon^abotL bcoauK it would iTHdl^ rodocc die 
Ibir i>r^ii^ of Eudt iFikmufiom. 

Thia kgitliiiion «il]: 

• PtuliibiL ilu: uM: od'^^tliiC jiidomation aa a buia for sharKine R Erwp' niocc for 
hcahh inaumnec. 

* Limit ibe eoliKricfi of gemrlLc iiifortmatian by «nplo(yoj5 nnd irtw«enL nnd 
protubil tbein fimn. Tequinng JCI individual Id Lake a {{enelic ttaL 

* Limit ibc diocliHuru of gondif iiLfonnation by canployiTra and irnuvera 

• Apply tn iniln'idual lieallli icuumrs cxcqiL if HMriem] by itnr puclabllity pCOvLaioo. 

Hiaiory of ll»C Iwur ■"■ R ValUnal [.tr-*! 

Siaflinu wiihiihie^uCTKiiigof ttic hiu(naih£jcnonic.1ltcrie baa h«n contem tbnLibf 
iitfOrtnialion jjlcancd from Ih* vny mhcriuaieq of Iniman beings is kapl safe. In I9*JE' , 


' SJhkiic Uis^rjainjiHn uid tlnllh lEmniKr ' m Urfmi hir'd fer ^ Sn rnrr . fV'tiaicT 

JO. I Wg.Vd. PD:151 



53 


ShuniG Terry, CcoJkii:*! furUmLlie KiimiL'l£ 

and Ftenin il> ]'997', Qr. FroncLS CnillijispublisshL'ilpifiL'n Lfi Ihc isiUL prdiSLriniintf jc^ii 
and ibf non] lu i1b (mion. lu iWi. ill ticl*i«n llwse Mio papefr;. KIH-WP- 

ELSrNHlic>no| Flan on Dread Cancra' lie IJ a week^hop on j^endie discnnunaliiK] 

in eiTTiiLciyTntniL and Uonctib Albania puibliilKd ibc cofUuiiKf pcrapcttivic on ^cndic 
disttbiiuiatisiijn (lie jouniaL SciHH*\ In IIWT, ChairBi'iiniaii SlaushKir amlSonaior 
Soc^C introduced ownpemori lii ||s in Ihe Hnjuse anil Iho- ^Enalc. Onio- ItiE neicL F™ yeai3. 
there were revernl i^enale licaringx, reinlmdueban of Ihc liLIL in bulh LhanibcriL ^ilniu 
^enaiore Dxidile. J Lskin, Dodd, and KjctMody E^iidurf. ill iho Scnaoc Prcaidsnl 
dinkMi flrii ejHJased rhs kEialstinfi nmilhen^iBned an estecutivecirdur id pcrfiibii 
diKatminaliaii in Fcifenil cmp1i>}iniml. TdLunwhik, Ih? licLrcLiry’f: Alvicory Cocilinifloc 
ontirtiaii; Feaiijiiiarid theCoBlilion fot Gtaielic FainiHe. Hnwna oBier Tusdies, called for 
of Ihe legiilftiori pml >hc «calalin|{ issues amiind j^netic 

disenminntHK) lAi'e find nuntehia facing Ihis iraue ho ail an in the luk Dave ESflKa' 
ikinnl wilb us, wludi reaulloJ iillhiL-BenLlinniL'tn UilrbllgHHt NHdlcmSarKA Fo 

Hallway. 

Anile aan ofihe kOBdh CoqErest ihe bill was nriienUy ovcriinnlod. Wc, Lhe [tropnncols 
ofllne leauLation, were iDldlhot iFwccDuld ipve up lenihraC'lbepruhxtieini.Mil celhidiffi. 
in Hie bill, fi would ideye. Tlie now bill nariowixl tJioikruii.tion of'^clic informadoti," 
ipeeiJitallyeijeluding praedionE for jeneti? tels relmefl *i>‘"mnniFffli dinsise.'" In 
-addiliOTIi il roqoired elaimanlKlDnhaiuO admin is Ira live ilalc and federal EEKK' 

’ OiiKih lnrenTHii"n mH ihr Mz: I r^jl^blivc A|^fuuiKi jrJ Pniky Clklllal^ck fl. 

IW7,Vfll27S: [TJ3-ITJ7. 

' Cfnmt- fill mo I njftvin- tVTVWili'rT 4 yOwni»iiTT. piHliliad>i Rcloicc^niluhcr^E, l«tViil.i? 4 . 
si.t2E7.FTi.GlL -ril4 
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ShHxm Terry; fijr CiEnctit: Kaimefia 

procedures berciTc Keeking >caiirt dam^iea, and ItmilE IIk acncunL of punitive ihui 

caj 3 Ih: awarded. Tliia nevr ccfni^enTT^ui: vcrNii'irt p as&'d ibc U.S. Senate in fOOT Iry a irot: 
i>f 95-0, hg1 never lakeu up in die E^ouh. 

In tlie 1 ilu: ''Gcnetk bi formal ion Noin-Discrimin3tii.>ci Act of'JOfJS" 

(S.3CiiS) pasKd Repres^ntaLivas liiujp.Ti, 5.lau|^er, Ncy, and. Estioa inlioduccd an 
idoit»o.l hill, H.Ei. 1227, in die House, on PitHoh 1 0, 2003- The InH wai refeirtd le the 
CocnmitlKcmEduciiliinn ^ ibe Worlifacee. dhe C^nimitMiOQn Energy and Cnnunnce, 
and Ibe Cermroicuru Aft Ifr'jnra and Mcana. It saw no Dclion. Presidcni Biisb rcleasetl a 
aliileinent of adniintslrubve pcilic? ^uppiKiliuj ahe JejyslaiifltL 

rite bdli has again been ininxlucnl m bath ctumbeia. The Betiaie CoorjuitHS on ifo^hi. 
fidiDLum, LalKf, and Pensions hac appnvued it jhhI die Senate »^l] n^HiriEdly hrittj! if to 
Uk Hoot for a rot? khio. Ax yuu knnw. the uher two eAmniitiDes of jurisdiotion in Ihe 
Hct#e and yAurx have taken s>if) autkin on fhr Irilt in live 1 1 Cenbrex^ 

The I'nees offaerufk UiAerfiialiiafua 

Mypafsioei fortircre liun a Jaeade lusfaeen fuelled by Ihe faces and Ibe voices of the 
hundreds of indlviduaU vbo tun.^ canLiciied uk, Amig for ilteir chiktren, dicir families, 
theirjeihs, iheii iiLsurim*. Mem, weanen. mhI cbildren - fnmilies froro cfinirniiiiiiika ail 
across Ibis enmb}' - tus? lobl its ihAir xhirias lAd in some cases, pdtaded for tis to Ik^ 


them. 
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£hdi«n TcrryXoaliciui Cbc Gcitnic Fdnie^ 

9n 2W3, hicidi Willumiaf K.idnburl.y'iliallud lEHiUliLiLliCrdlildri^ diCUkid UidlvidUEil 
heaUh inUH^ncc from HmnnnD, Inc. I Ecitli has aJjiho^ [ onlLlrypsin dc5cicncy, on 
^ucdsoini^ jC£i^v£ g^Hcic dHcuc. humam r^Htied Ihe children's. applicnL-kiri slating 
t]l id since Ihe ctnliliicn 'U'etc comery □L'.khphei- [ jeililrypsiia, tHunidiia. Cbjld. dU -IXIVCI ihciTL 
Wiiii our IieI{]. fdcldi cxplaitud 111 at) Bfipcal chaL cauiors of i^KMietic cdtiditHHia arc thK 
ailixud by ihe cowlicioci, but Husnona a^in denii^d hi9 childn^i lienUti inswiKC. I ihcn 
cnl)ed M lep^rlcr fTrim b TinmicKid ociIiLnal jOlt and luJd bicr HcndL'a oary. L 
luficeut caikd Ejirniana and Hriii nKcavnl mlice of rctroBelL've vov^nj;;; Ihot lainc 
nil^. TliixyEv, ilridi'a doi^iiei lAWiie V^ilJlaju '^yoic Ibi^ IcicerwtKecodfrcsEniajii: 

JJeuvf anjfn'.cmKin JTrjm f.etm, 

,1^' ifdiHe H J f in Clhc fifih grade a/id iivc in t~ecr!ia, Kentiie)iT. 

My hn/iher aad i arr oirrien nfAiphi!-} Am\ry^it\ iJifltmiy. tS defttUve pfJie ffl 
fxnr r^A Wd Jhc pained cuu to c£ir_^ifliwr rhUdrcn. While nn’ inra'Jjcr aswl i bath 
hiiift (W/v Mi d^i^ive f fdf. my matket usar^jVbiH fnw. wv fly mathir and one 
by itcrfaiher. The fttw genr.: rmJbc my OHttfar's Jnn;^ 'ncn-' nrjt ilA' bruther afvii i 
H-ire Jilted hmlih JWiiiWKW fwiMhif it¥ tdrry n\tpal\ofv m fin Aipiia-f gene. 

.1^’ nKJun telli ouf itoty httutut dtfiei' jKopif ttte jkm afraid jo nc/f iht\rs. 

£3^cr?n]rnv3]^n mala people very afnaid. When people arx dixriminalci} ugaireiL 
tiwy iiftsomisimt toSti Jifey MmertJiW nfre Oivd if rpivii aai agpinnt 

die people caiiTjnjf jAc ifincTimiruitiOH. 
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3turetlTe^>^C(Jili^;iQn focGendic Faimcse 


/ j^uWit^yxvt iiif hi(i (hut u fieftyr. ihr /frfw Jjf fkat 

imalii mdii iT Jot awymt So do jAm to auoSSuy ponoti m tfm mrjni 

Sftyi t^Ut overyotf V cwcaSai. «/uurJ. amS deisr^r, ia hr Ircctlcd Jiiriy. i'tt^ax heip mv 

milte Mtppeopfi JyoHi treasitig ojAwj tu^itSy. 


Sii\etnS\-, 


Let resonate 1he^}K3(t^f=ll vixinJs Tnani a.yilUiii^;^irl uliDCarniut idiJifnil! lliai Lurf ll 
muiudioiji in a enskes her unmEuralbIt;. I assuntl lier Had wc niould cocilmue to 
bad iJuu 3li£ aiu:!) oibora Like ber are nol diEennunated a^aiiial again. 

J am also rmnintieitof Fi.^liiiO', vitioaharca a nriuijflien fw iiihoiicd brcael caneur 
wilb majav in hitf fBaiuly. Having wainhed hor niolba„ aembs. and oouaina die of tmeasl 
cuncLT, aniLalu: berscif iun'iviiig owccr, alic clitnlis only 0 flier daiijihKi'^tviiiCiTvasbrivc 
enough 10 iie lesled, nrrf jp-j-s ol'ho: 


Oae of Me noS-xij-^paod thittpi ii ihus jl dotumi^lid ^nesii sakti 

her vut/KFobk So vort JA<in fitr; j dcvastoHiy^ jfMcjir ohr oiso focoi tSit. Aemn' 
Aundlrn a/" jGcri*rinrwfjaJf n-iAieiMer tlr wkitif jiAie h.y// SejjiaSty hv asktu} SO JuAe a! jfertiSTJf 
toss ili IS ftilirfjr™ £/■ fWjj/pimsfflf. b< im^tSy JtredJrppt a fefdifw ^ jAt kiy^ 
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Shaniri Tftty, CosILtiotfi far Ociuttit FsimciB 

ftiyf pMfjJFAa^ HKdksf fane, w {fgitiDVtfiy jhijinturt ™ dAc 

^LT £]/ her ji;ti\ak prtdls[rcamtni \o idbfose 

‘A'ciin;^l Htdidi aiuJ Becky's childicn: 4II cany miUtaCioiiE. 1 brdP!'nisgE'Fjis<;w«K, anJ 
*¥ ar t all vulnaabk. Arai’LheaHh andiiisww^awijJi td wpny 4 niiii? Wc naiiiiLt 
ailbnl td nlm wixry abmjL diNCcbiiinaliQii based dit ihcac muLKioms^ ailan cnutai i«ts^ uiih 
rtsi sdyis or iympwnas. This Ie ilmply nlroul pKvienlicFg ifte ttimvw <i f w™nL 
mfontuaiw . ihn whfdi nukes u|^nr^m’'Q[u^o^^s..ourEhl■1«li[ltKri1B^cc, and that wliich 
jiiakiS each Df U 3 uniFiue:. 

This alsci ibdiii ipccial incaeas. Ld as put Ihesp^ial Intaxstofthc hcpith t^fall 
I'^mercBns j^bav? all cIec. isoe df >c4i, and each df ywir laiiVd dites, is «l ri^ ibf 
H.M 11 V Of anodtff. 'h'c tHUHic ycL easily reduce Ihal nsk. hut it is in yaur tunls ti> 
ledaoclhc rislt uf disc riminacinn aasioaitiJ ^itlisliaLiiiJiynaaikin. A1 the endofltieday, 
wu mc rt:lying on jbu io rraic it passible for indiiidwj.ls to uw IhoT ^eneiic m fBcmaiian 
tor the beahh | 7 Prpi.K«( tor winch il waS: ducidatod. Some ntiglit say that Dr. CaUinQ and 
his cdikagpfs have ttonc Ibc hEodesL work, but understaiiil (hal tmlpnciitK dhe pidicy 
needs oraruriic^i ispIsQdil'niailL-yi.it] arcpulkd arid pushed in niany directiats. FIcase 
ntraSLin: yciur dccisKHU a^insl "wtui] buly maltm' when icdini; in ccmmitiee »d Lhu 
5il1 Flnwe flwriTi ihenuxE wac^ l^kasictincivibef chat na nee f US bn'e any choice 
a^ier our aiaceEuy, cur di nerenl jtiilihss. ur ™r iunuiK maJin^. As a naiiurt va da han't 
ndnice uhixn Inw' wu beat dial iiLTomnalioa. 
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hlliiinjnTH^, 'CualLii<)ii fwGAXtic Faimfisa 

Eii^ny Anted CDn iiQ fronted bvihu Le^iiL/iion. Bayuod huulili Di^uTdi^' Lotiii^adiaj'', 
ixjiLl- asHHjiaLKiua', wd ciQploym’ needE. ill (]i(^ who carr)' gcnelic nmudiona ihe^' djd 

not chiOOU are -Kltinjl. Iia nLi:i^Kii7' mudiurux 1i> ulli:^i^ IhiL' burdLii 

diiLninimiiiix] — auJibc Fcarof discrinniaaJdoiG KiowiuHicin, 1 F-ulti^ 

hope tful will chciK InidlEVE Ihair hiuiSisu. mV iburilLiii, yuur liiinljEtl. I look, roivvild 

u diL auu] vrtek yoil will do over Ihe comiTig wnks. Thnnk you. 


Binprapliv 

ShlfiOCl is Pticsident and CEOoFlhe Ovihlic AllioncE, accoIiLHin.aftJV'ErCtlUdiiL-dSL- 

£p(!cillL jdvocacy dr^anjiaiktm woddng m inerea^ oapieily im advocicy 

and ici kveruu ibe tviicEs dF the cnillianx Iddlvldi^ ajid IkniJic^. adfcoloil by geoede 

ccnrtJniufii. £6e is die founding Eaeciuivie Diruefor orPXE tnrcmutHjnil. n research 
advocacy ofeanuaii(» for ibe gnwiic condidevn pwttHpipiilitjmi elisiiinjiii (PJtiiJ. 
Followiry; Ibe- diai^dK •ai lliar Lira chi klrui jiSLllifoxaJKhcttla clascicum (PXE] in 
] Shatotw a fonucr colle^ etwplniri. nnd her Tindiamk Psmti, fmimlEd. and bulli a 
(lyrcinniL ncpinir^jijn in« fos(£f9 cilbca3 rcacwchwd poikdcs BJid provides a uppod «nd 

infotnnrlioii to meniben and ibc puHlc. 


She it at Ibe foRfront oF cnnAurrHa- paiifiLipaiitm m [jCnitiica research, sicfv'scca and policy 
mil KrrexaM amLnnher odHianycifiJiiCtiiajoffigDvefiiiincnti] advisory commilfoet on 
niedkaJ rescafch. includirtE Ihe PnoH arid Dm^ A dm ml id rail cm CIcILclar, TeSue abd CjltU.' 
Therafiiet Adviiuiry (.iemminoe and the Advisory Coinnuuco on Fieri uibk DisotrfcrE and 
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SJiaftjiL Tiary, C*atjLkio forGeoaic Fflitnws 

GlIICCiC DyCBSCS- in nnil c^iklrun. j>l)£ iCrVCd ^ Elbicfil Lc:;gBl ^ind Snctiil 

In^lKaliiMiiKeHTdrd’i ofNHGltliULlI, the Wationa] ]nslila1u*f Anliiilia 

MuKulosIccIcti] nniJ-Stin Dikuhc:! GciaxtiL A'hd ciiivflilly \s liaiEon to the N^stitseial 
.^vis(jr> CDiinci] farHtinutfi GcniMiK Jtcsearch. She La □ [rvembcrof liie hoadof 
dirocirin! a^ ibc tiiiitcclsirf)fcgy [iiKihJteand ofi itwjtdvewiy heard (rf flic Jahnj HopkJris 
GtrtCliM stMlPiifclic Polity Center iurtliitl&r [he Ptiw Cllilti1ahk■Tm£15^ She Ecriies wi 
lKelxifn^ltof 1 lK:C™]ihiici far JJ^'Centnay Misiicijie, tJie Peranwliiwd Metticioc 
CoalLtiian, DKlA DirecL and the Center Tor [-nfunnuiMjn. and Siuly oil CJiaicBl Rnoareh 
Pirtieipiti™. She IS UiK chair of tJil': CoiditiMi for Genelie Fnimew, ceimpcaud □[“ 
advixaiica. turaitlicajo pro^'idjera wd nnlystry wiakinjj, in enuLL eUttuve ftalaai poik>’ to 
fHohilHl getnelie infonnnlKin di^^nmiruiiiuci. Shtr atao eluir of the SoeuI Isuen 
Cornmiltoecjf Ammcan itocifityofHujnnn Oeoflies. In JW5. she received an honceurj- 
ilnctorjlL- inxli Jmb College for her work m cnmmiinity cngiijL'Tiiall biilI haj)l«>po 
meftpinp^ 

Ms. T-my is * to-faunder oS die GcTKcie AJIiUtoc Biebink and serii'es n? pretidenL of in 
boaid. ]L is a cedlrallicd biological and daitn [tnitwnh'elinical.'envaranmunral] ctpuaLtory 
caialyziiiiS Ltanalnlfonal t^mnii'rc retaaicfi uo nBvjjoriciK.'-diaeaaes. HK-BtoBank 'norks 
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Chairman STARK. Thank you, Ms. Terry. 

Mr. Escher, would you like to tell us about your experiences, 
please? 


STATEMENT OF DAVID ESCHER, RENO, NEVADA 

Mr. ESCHER. Yes. Thank you. My name is Dave Escher. I am 
53 years old, and I had been employed by Burlington Northern 
Santa Fe Railroad for over 26 years, as well as a member of the 
Brotherhood of Maintenance of Way during that time. 

I was born and raised in Herndon, Kansas, a small northwestern 
town in Kansas, with a population of 200 people. I graduated from 
high school in 1972 and began my career with Burlington Northern 
in 1976 and had that career abruptly end in 2002. 

I married my wife. Deb, in 1986. I have three daughters, Kelsey, 
Kara and Kristyn. We now live in Reno, Nevada, after relocating 
three-and-a-half years ago from McCook, Nebraska. 

My jobs within the company during that 26 years included such 
positions as laborer, truck driver, assistant foreman, machine oper- 
ator and foreman. I was appointed to the Division Safety Com- 
mittee and continued to serve on that Committee for over 12 years. 
I held such positions as maintenance of way representative, vice 
Chairman, and safety and health facilitator up to the time of my 
departure from the company. 

I was also selected as the McCook Division Safety Employee of 
the Year in 1994. I had always had a great working relationship 
with all my coworkers as well as those in upper management lev- 
els. 

Prior to my departure from the company, I began experiencing 
numbness, pain, and tingling sensations in my right hand. When 
the numbness began to move through my hand and up into my arm 
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and upper bicep, I went to see a doctor, who referred me to a spe- 
cialist. It was determined that I had developed work-related carpal 
tunnel syndrome, for which surgery was necessary. 

After meeting with the operating surgeon, I received a letter 
from corporate headquarters stating that they were not satisfied 
with the initial test results and that they required further testing. 
In a subsequent visit to a neurologist, I once again had my hands 
X-rayed and another nerve conductor study was performed. The re- 
sults again confirmed that I had carpal tunnel syndrome and that 
surgery was required and that the condition was work-related. 

Within 3 weeks of surgery, I received another letter from man- 
agement demanding that I undergo more extensive testing and 
that an appointment was already set for me. Included in this letter 
was the requirement of a safety rule S-26.3, which gives the med- 
ical department the authority to require an employee to meet all 
requirements set forth by the medical department and that every- 
one must comply with these instructions or face the consequences 
of disciplinary action for being an insubordinate employee. 

After receiving this letter, I immediately contacted the company 
medical case manager with whom I had been dealing and I re- 
minded her that I had already seen four medical professionals, un- 
dergone two nerve conductor studies, had received six separate X- 
rays of each hand, and now the company was demanding that I see 
yet a fifth doctor and undergo yet another nerve conductor study, 
with more X-rays. When I pressed for an explanation, I was told 
that as far as she understood, more information concerning my 
medical condition was needed. 

I went to the appointment as I had been ordered. During the pro- 
cedure, seven vials of my blood were extracted, and the doctor once 
again confirmed that I did suffer the effects of carpal tunnel syn- 
drome and that the condition is work-related. 

In a matter of a few days, I would learn from a co-worker who 
had refused to submit to that same order, and who also had been 
diagnosed with carpal tunnel syndrome, that I had been subjected 
to a genetics test through the blood which had been taken from me 
at that clinic. This was done without my knowledge and without 
my consent. 

I found myself in a state of disbelief and humiliation. I could not 
believe or accept what had just occurred. I experienced stages of 
denial, disbelief, depression. I felt totally violated and devalued as 
a person. I had just been used as a laboratory rat in a carefully 
devised scheme where my employer would benefit greatly by trying 
to prove that carpal tunnel syndrome was a genetic disorder rather 
than a work environment-related condition. They could relieve 
themselves of all the financial obligations to their employees who 
suffer work-related injuries within the workplace. 

This was a very difficult concept for me to accept. My attitude 
toward the company became very negative. My moods of anger and 
depression resulting from the constant stress and uncertainty of 
my job situation affected my family, as well. I became despondent 
to the needs and the concerns of my wife and daughters as I tried 
to work through this seemingly uncomfortable and endless situa- 
tion. 
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I was also fearful of the fact that no one could tell me where all 
the vials of my blood had been dispersed. What information was 
being learned about me, who was going to receive this information, 
and how it could be used to discriminate against not only myself 
but my family when they go out into the workplace? The constant 
worries, where would I go to find another job at this point in my 
life, and would I be able to obtain insurance for my family, seemed 
to me insurmountable. It was a very trying time in my life. 

One of the most heart-wrenching moments occurred when my lit- 
tle seven-year-old daughter Kristyn began crying one night because 
she was scared her dad was going to lose his job and her little 
world would be turned upside down. How do you explain to a young 
child that you could lose your job not because of what you have 
done but because of what your employer has done to you? 

I feel that this new science of genetic information is a great asset 
when left in responsible hands. But it can also be very devastating 
when put into the hands of the wrong people. 

I am fearful of the power that corporations, including insurance 
companies, would have if they were allowed to subject their em- 
ployees and policyholders to genetic testing and then make deci- 
sions based on what is learned in those tests. 

We have laws to protect us from people wiretapping our phone, 
stealing our mail and defrauding our bank account. How can we 
allow employers to steal the blood of their employees and use it to 
discriminate through the predispositions discovered through the in- 
formation learned from the genetic studies? 

It is my personal belief that individuals are hired on the basis 
of their abilities and their capability to do the job, not on the basis 
of their genetic makeup or their genetic history. 

It has now been 5 years since I had the opportunity to testify be- 
fore the Health, Education, Labor and Pension Committee in re- 
gard to genetic testing. To this day, I have never received confirma- 
tion of what happened with the five vials of blood taken from me. 
I have been denied health insurance since I am on a railroad occu- 
pational disability, and there are still no laws protecting individ- 
uals from an employer demanding an employee be genetically test- 
ed. 

There have been many important events that have occurred in 
this time period, most notably 9/11 and the aftermath which fol- 
lowed. As important an event that this has been in our Nation’s 
history, I still strongly believe that the need for the passage of leg- 
islation that protects all Americans from genetic discrimination is 
as important today as it was 5 years ago. 

Mr. Chairman, through the tactics of deception, intimidation, 
lying and stealing, the company to which I had given 26 years of 
my life took from me something they can never give back, and that 
is the very essence of my being, my genetic makeup. 

In conclusion, if employers, insurance companies, and the like 
are able to have this type of power and control over their employ- 
ees and clients, then who will be able to have a job or affordable 
insurance, if any insurance at all? 

I thank the Committee for the opportunity to testify and I urge 
enactment on legislation to protect American citizens from genetic 
discrimination. Thank you. 
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Chairman STARK. Thank you very much. 

Dr. Corwin . . . 

STATEMENT OF WILLIAM CORWIN, MEDICAL DIRECTOR, CLIN- 
ICAL POLICY, HARVARD PILGRIM CARE, ON BEHALF OF 

AMERICAS HEALTH INSURANCE PLANS 

Dr. CORWIN. Thank you, Mr. Chairman, Mr. Camp, Members of 
the Subcommittee. My name is Dr. William Corwin. I’m a physi- 
cian, a medical director for clinical policy at Harvard Pilgrim 
Health Care, which is a not-for-profit health plan that provides in- 
surance plan options to more than a million members in Massachu- 
setts, New Hampshire and Maine. 

Harvard Pilgrim has been named the number one health plan in 
America for three consecutive years, according to a joint ranking by 
the U.S. News and World Report and the National Committee for 
Quality Assurance. 

I appreciate this opportunity to testify on behalf of America’s 
Health Insurance Plans, which is a national association rep- 
resenting nearly 1,300 health insurance plans, providing coverage 
for more than 200 million Americans. 

Health insurance plans work on a daily basis to promote appro- 
priate use of medical and genetic tests, to help clinicians and pa- 
tients make informed health care decisions and improve health out- 
comes. We agree with the sponsors of H.R. 493 that health care 
consumers should not face discrimination on the basis of their ge- 
netic makeup and that genetic makeup should be protected from 
unauthorized disclosure. Our policies and programs reflect this be- 
lief. 
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We have submitted written testimony that focuses on three broad 
areas. First, examples of how health insurance plans are promoting 
the appropriate use of genetic tests to improve patient care. Sec- 
ond, opportunities for improving H.R. 493. Third, our support for 
strong protection with respect to nondiscrimination in the confiden- 
tiality of genetic information. 

In the next few minutes, I would like to provide some examples 
of how health insurance plans are promoting the use of genetic in- 
formation to help enrollees receive the highest quality evidence- 
based care possible. I also will briefly comment on H.R. 493. 

Through early detection, disease management programs and 
other improvement initiatives, we are working to identify individ- 
uals who can benefit from early intervention and the evidence 
based treatments for specific illnesses and diseases. Genetic infor- 
mation including the results of genetic tests is just one more very 
sophisticated source of data that clinicians and health insurance 
plans are using to ensure that patients receive appropriate preven- 
tive care, coordination of services and very early treatment for 
their medical conditions. 

I would like to highlight two specific examples of how genetic 
tests are being used to improve patient care. 

In February of this year, in 2007, the Food and Drug Administra- 
tion approved a new genetic test called MammaPrint, which indi- 
cates whether a woman with breast cancer is likely to have a re- 
lapse. This test allows physicians to tailor therapy for individual 
patients, as Dr. Collins mentioned, and administer chemotherapy 
to only those patients who would benefit. At the same time, the 
test allows physicians to identify patients who would not benefit 
from chemotherapy and should not be subjected to risky and costly 
treatment. 

Another test, the Cytochrome P450 enzyme, is genetically coded. 
The identification of the presence or absence of this genomic mark- 
er enables a physician to evaluate a patient’s ability to process 
many different medications, adjust the doses intelligently, and 
avoid any of the potential adverse drug reactions in patients who 
either metabolize a drug too quickly or do not metabolize this drug 
at all. This test also is used to determine how children with certain 
forms of leukemia will respond to various doses of chemotherapy. 

Health insurance plans may request that this test be performed 
before authorizing a course of therapy or treatment to ensure the 
appropriate evidence-based care is being provided to meet the pa- 
tient’s individual needs. 

Health insurance plans are also using genetic test results to pro- 
mote preventive screening and disease management programs. 
These programs can help to improve health care for individuals 
who have tested positive for a genetic disease or who have a family 
history of a specific disease or condition. For example, individuals 
who have a gene for the familial form of colorectal cancer, as we 
heard described earlier, can receive coverage for more frequent pre- 
ventive screenings. 

As scientists acquire a greater understanding of the role that 
genes play in disease and develop more targeted therapies, more 
targeted treatments and possibly even cures, preventive screening 
and disease management programs can be tailored to improve the 
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outcomes for these individuals. These therapies will become even 
more important in the future. 

We appreciate the interest many Subcommittee Members have 
shown in passing additional legislation addressing use and disclo- 
sure of genetic information. As you do so, we urge you to fully 
evaluate the implications of any additional requirements or prohi- 
bitions and ensure that new legislation does not unnecessarily re- 
strict the use of information needed to promote appropriate health 
care decisionmaking. 

Working with AHIP, our industry association, we have reviewed 
H.R. 493 and identified several areas where we believe changes are 
needed to ensure that genetic information is available to health 
plans so we can continue to ensure appropriate coverage decisions 
and design targeted disease management programs to improve the 
quality of patient care. 

We do not oppose the bill and we agree with its intent. However, 
once enacted, there will be a variety of interpretations about the 
bill and how its requirements would apply in various settings. To 
avoid any confusion, the Health Insurance Plans would like to en- 
courage the Subcommittee Members to ensure that the statutory 
language clearly reflects your intent for enacting this legislation. 

In conclusion, I want to emphasize that the Health Insurance 
Plans are strongly committed to ensuring that genetic information 
is used to help clinicians and patients make informed health care 
decisions, at the same time maintaining strong protections in the 
area of nondiscrimination and confidentiality. 

We appreciate the opportunity to testify, and I am open to ques- 
tions. Thank you very much. 

[The prepared statement of Dr. Corwin follows:] 
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I. ] tilrod iKlian 

Mr.ChaimiHn. Mr. 'Camp, and nKriiibcr]' cd Ihu HjbcummilLjr. namu iiDr. WiltiunCurv^’in. 

I am the riKdical diiucmr Ter rlinkal potic^' aL I lar^'uil rilgrim I ballh Canj. Eluyard [Mgrim 
I kallh Cue ii a naL-Ecr-pxnrfiL bcallh plu <hk pro^ idE: i variElji^ od insurant plan, opiiuni w 
iTiarrchana mnllkm mrmlicis in Masiaftnix^i. Nr^' llamfsliirc and MainI^:. IJari-'ard Pilgrim 
ITTOi'idre innwalii.^ apprainhES iDlicallh imprcniniKntanddisraso nunagctiKnc. unlijiM nnlinr 
icnli <hK speed, and limplir^ ke^ liansKtitin^ for cfTipInjiCis and pmr.'idenv and pEfsnnalixcd 
hiallb ifuppfirl. 

I lars'zod Pil^^iiri wax named Che- Ml heallh plem in Amerka in three censKulne >earx acceeding 
ta a Jnlnl Tanking U.S. A'chi^ iH-iiU'i'd'^e^MrandctK'NalionalCiinuiiiltec fevOualLn' 
AxxuraniZE CNOOiA h The NavEmbET de 2lK>h idilioD of U.l .Veiiar i£ Wofiii fiepdUT ranked ehe 
natkm'i bexl heiJIh plans, and delennined lhal klzsYDrd Pilgrim cnnlmuex 4a lead 4hr eDunxi^' ror 
innnlKJUlasrarliiifa andifialily of eore. I larvifdPil^iTi is- the coh health plan Ineafn the 
mikin'i lap rating fram NC4>A three years in. □ raw. l-lars and Pilgrim'x tlMCJ and PPO plans 
hive h«en [Bte^ined b>' J.Dl Pe^er and .Asa^iales far pro^'iding health plus irteinben ii.hh an 
oulstandicg member experieoee fee' a Ihiid ennsennive year. 

Ilarvind hledieal ^heoJicd Marvand PH^im Health Care joeivtly j^rtur The Depatcmtfvi nf 
Aznhulaliiry Care and Ptevenliec (bACP'i. Thixii the naiian's tml.}' medical s^hecO depannunt 
thut Is^dlnlK xpnnsered by a health plan. The ItACP is leliiiEly engpgrd In both leseiceh aiod 
seaehing The DA-l'.P leads In the eteatlisn unJ dissefnlnatlen df new knnwledge and siilbs 
e^^oMuiiJin ntaxlmlalng the heatih addenjned.pefwlMlrHis¥i.inhln.avallahle rej^sewees. keseareh 
ci}ruLi:ied by the TlACP is neuilnely vetted thrmigh the I lervaed Medical ^hocl IniJiliacliinal 
kevieu' ITnaidpneaesis. 

I appreelme ihtscippaniimry tn leuitV ahiTuc lutiei. reining mgenelie Inremiaiicwt and lestlng 
Ineluilliig the ‘'('■eneiie Infhnviaiinn NitndkKrintlnHlrHi Aei ad2l'H>?''|4.'ilMAi. I ai» 

usill^liig iKuliy cm hduK ni America's t-leslrh Insiiranee Hlnna I'AI-d I'), wh^h is the iiDiienal 
as^ucinn represeHlng nei(^ 1 ,>IHI heahh liijuitnee' pbns phyviding yrivemge to more ilion 
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ZWf rnilli^ AinCTii..m. A.M IF'd Tnflnbft^ ^rGCr a lirmU raicL' p[iNliti:<3 in Ak L4mrilL'[^l 
marly: Ipluc - inrlutlinji boallh. Lof^-term cue, tlnLil. diialiilbly, uad :!upplcmrTTlal - 

kftd jlsn hne- dcmimuniicd # ccnrimiuvKtic io panicipiiinn in |^lic pic^mm^ 

tlrnlch insumcc plan: ace Miarbinc nn a doilv basis Ld pcurciOK lIk appmpriils uv: of prcKldc 
icEi:^ ui help eSiniciaiu led lucmux make jnliifTHcd hcilih ore deciejou and jmpmve bealih 
C>uly:i>im;s. vfllh (hC s^cnni>ra ^>1' M 1.. -403 Ihji hcellh (vi: cymnarKTs- sJynhl nU fAcu 

disKrinuiulian nn Ihc baisis dJ Ihcir ecikLk nukcup Bodlhan cccKbc mrcrnuilioD ihnulil be 
prnloc[L‘d fmm unauibivi»ed dtK'kKiine'. C’hjr piiluicE and prcifnamA lelVei ibn halipf. 

Our lEslinaocn' Indn' will focus nn IhciK broad ucis: 

* csiaraplaxnr'hnwlkefilih iiKiiraniseiyliiHuepri«VKViing.Cheapprripriueu:;i: tsfjinedc ccEism 

irttpiui^ paii^iiL etrai 

* uppyxlmilius fdr imprevinp li.lLd^l. lbL!~Gunrtir Infurmaliim NufiJiscrirninitiun Aclrf 

3(»r:ond 


♦ wf HJispyi fijr (irona prfliMtiont *iiH resp«t w ncmdiwriiranwiion iwi ci.niflijKniidl«^ ■ol' 

pcnrliL' inrmnnL'kin. 


II. Iniiprtis. Litii. I'alJdsLi: TbkiPojtb thd Agkpryipirid.'by tif 


yicalch insurmca plam; ue slmngjy cnmoiilied 1^ belpan^ Iheir enmIlscE receive che h^fhesi 

quHlIiv CAK pdfAibk. ddriy -dtveiiOA. dlU4«« iraiiAv^diKiir t^fogrAmi, And dilitr Epiaii^ 

i[ifni:n.enu:nl mill uliius, wu uu wiarkuip cn a ybil}' iusis Io iySenLify indih-itialA nftci can hmefil 
frem early incervEivliiin tc ^ide pit iem -centered tare an J chctiDc: wbtle supprirtiny the bral 
dv|d^'v-l^d iraiwAa^E kf AtKtifidsllii«seii mddii«Atf. OdAeiicTAfbfiRAi<>n, Ineludliitthf 
rcsulliud' pLiKtir Kdi, is-pual ufiu murr saphislKulLxl suum: aftkJIa IhsL clBikims and hcallb 
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insuraiKi: plant in: luinp Lo cnsun- ctul pjlKnlj ii«i:ivc ippnifrialr pnt'cniivE' caiu, coofiliDalka 
ofiKvicH, jndiiMlyucainiKH fwlluir mcdiciLcnndicHins. 

I-I«l[h iiHuraniK' plinc. l:IUiUIlg^ apprripriin: g^nciK [H^ing 1^ ladividualt v^lut Ma az n:d. of 
gptdk: ftr ^hi^h ihane po; xpui'fl^ inicrvenuriM ftir prciwiL^n 

swh i{5i(.c»fmpiKlf ualVniWlOil dtai mf pH>f4l^tli'|i(fcci *( Wiirst (rfwnKl|M|iJufi|'j 

lifaimm T1i« lltllo^liiii AM ind^lio^ £Citti< rtsiA aw twIiit Mfvd {O' Mfnvbv 

a Ainjnrding. U) gfMdetine:^ Ktu^ Ity ihe Nmiisadl Intimiie; fiP Hcilih |K Il3;i, ih± mcmncm tht 
hc]ULn|t C juiPdfli; xhauld Ik ^kiii4i$d - flw U ii> 4H (Kf ilicrapV - liut inniy m 
f. u«Kiiyi>« tMXlt lKt» i44tuir«J m AH Adivldiial. I» ihit ^iwlon. » 
ttWK «£I aAP lll« I^CHt All AftHli'.'tiAl 24 (ir 

lhir'rip> Hml lliAiVby help llie ffihiPiM pn-'ACnbv * AMiM PlfiDvIiLf (AJurAt- iXT IrtAlikhni Th' 
hL^lth inturaiKH plin '>r1l hlvU liifciiijB wlu'ihLTlK'KJ^intfk'tnft Ui^b-pf.'rrHmnid in llii:; 
litifiJL'kin in unkr lii uuIhuriiK und'uf pifi' fur Ihi' nt^ndud -nMv: -uT Ihcmpy fer IIk 
indni-'kluil. 

* En FubitiArv ^1'?. Ille FixaJ aiiU DiAq 4ikAiiiiiej)i¥iliu(1' (FEVh) 4 ihw j^erhiw led. A 

MAiiiinuPHnL'^ltKh iPnlicAkA 'vhctlvr 4 Ki^ATEdii iPhkPl^ IAIiAitj brvifil E^nrAT ir^dpu:. 

Thii- b:d. alkn^ pbjAiL'iiiiei tv lailuf Iherapy fitr TTKJividual ptilii.'nl]' Emd -uhiinitUr 
L'hcTTWthcrv)' tv vnly IbutK pulienlt' whu- wuuld benrhc. At Ihv AinK limr. the tc>t alVnt's 
phjiuciani Ld tdenlify pjlienls wuuld Dot bmufil from dKniL4lk:[Ap>' and ihuuld no) be 
lul^^rtrdrv Ihiindtyund lootlly DuiemiTk. This nm' ten will hi:lp^ui4i: Ihu IrealnKnl of 
rauphly 1 04,904 lAumicn i:!]ch}i«urP''lKareilipni»L'd u iLh cidy breatl cinerT. 

' eunetir tnLienhi ean benefil fmn KFR-2 j^nuliu K’lli' Ihil Dtdirjli: whether Ihuir 

lumen would he mvcuitivL' tv hen^eptin IhiTjpy. &i||;niCiL3iiLly, Ihia- tett alnj allow:! 
phyueiani Id idenliry paliunlN who wuuld ran: Khorae Hide efTunt. ineludin^ ineimivd risk 
□f heart diicuA:. if Ihcy penned hurerplin llxrtipy IhaL e ml appropeinlc given their ^nrlic 
makeup. 
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+ .'^nalKT ii»i. lilt ^yiwIiKinoie tiuyine. Ie. tuto«ic3l|y ttKiod i*inii<(]tHion of iht 
picMTDCc or abuaKC of this gciKiimic mirkcT tniblni a physician la cvaluaU: j. pallcnrs diilih' 
H poxoK niaf^'diflbnciii. rntdit-Mioiiiy adjuii iiiiolli^niJy-. ond ot.'oid [.Kiioriiiol 

jdvcm: drug [uicLkGiH in pidicnu wJki ciihcr mclahciliK- a qukkh cir ito Bct mtubcturu 
a ilruji 41 all. Thu k'dl aliu i^uHiU luiklLuninf bap Lhildcin uilh ivrliin IbmE urkukLiiiiB 
wiill [iKpjndm vjrinui^di'itVLrifclumnilurjp}'. licibh inciirsniC^filiKimy chai ihic 

(cd bf pvrfunnL'd btfui^ uulhuriicinc « tuursr Df Ihoiapy ur Irealmunl Uo unsure IJdL 

op{>ropr^rt isKii; 10(11 impeded rcKVKtn iho pukat'p indlviduAl n«di 

• tlunnmic ligjialurK cim Ie- usuil Ia drivf: ^«u: pmrLles^ fmm uelJ-lines chaL [wedia dniig 
BunsdiviLy Ibr iliricull-li,>-Ciu 4 lt milipnaKius suLh aB hnvg eanocr. (iunuiiiiL si^lun.'S'n.ill 
direa ihe chikuc ctf dnijj ihcnipy h dsecnnitieH by Ihe iiimiv'i; hkdotiy nnH ri<ii i ''(ksi y.u(e('' 
abuuL 10 hal ~niiphl" b an indivUlual'if ailualiun. 

TDluIppaliunls undcnoiiulch: appropnalc use of llu sc and etber ^cnulii: Icsls. hcihh insunccc 
plant aiv pAniKilil^. ^lA pCti^k-Fsnt and oihor ptu^idun lO- ofniiru iKai otirudkys. Iiaof lo- 
in rccmnlicnii I n¥]lcriiUiahi!uLEhc'i[npii:l nfgnclics nn hcihhcan:. This^cnnsumcruducuinn is 
hclpatplu iniiuttv paliLHI SPaiwnL^s dbml IhL'availa'bililtyeil'U'Uviiai^fur.^inucliu iL'sItantl 
^en'iccA fu u'dl k sneumeavu ind ihfngtic; shas can br u^d lo comhn and incii fenciic riisoa^ 
and rondiliuaei. Tbu value orilsds inEanmlian can nsduiu unnuetkd Biukty abuuL possible uenu 
(finiHloniof £wiit diEOKHAnd oondnloiio 

HiXhll lllMlrBUO piMO art i^iiljj yklKIIC 1091 l«£«lli 10 pcOlltOU prO^tllllVc iOKtyildC 4rtd (tlMOiO 
nunaejeounL [xiiitjranK. ThKC pm^mm;. cm help ba imprewe health care fnr individuisl!; voho 
kivL' (ednf pusilivL Iba a j^uliu disucA: itf »'}» hive * Tamily histdr^' cil'a spi-ci lie -diu.-ate uf 
cnndiskin. F(trcuniplc, iBdiviriuih who have ihefene rcvdhe fannilinl fnmri ofoitlnreeibl cdnoer 
can lucuivB coi-uniji; roe naun frccpicnL pn^icntiiic vuruunin^s. .4s scicnlislK aLquitu a ^ tuatcr 
Md4crf ihhdlne Hof ilio nde eostH ptsiy In ond do^otlinf rpore !<(«« i|icrapt« Aiid possib^ 

even cumi. jmev'iKivE !!crcunin|a and disease manajiemcnl prq^ rams can be lailcard 4a improve 
owcodKi Air individuals. Tina ahiliiy to^nic evon tnonc iFTipofToiii m Hit fUu«o. 



76 


InUividiHti atKi tKTiDlil Kum ivwdnch pinijt:^ IhH hrdllh tmurdnii' plant' wmluct b -rjiamiCK 
chs- |{^n«ir dn J cm'irorimHiui rBccon; duL in(tu«i« cnmnun d»«s[s ^urib jl hcul diiKau!. 
finntr. higli Uonl nnd By tiwibinliit ifti 

hialLh. uniJ iuhiT^' inrccTTUliEin fram hunilrcdst Qflliouxuidi itf mambm iniD darlibuscn, 
ntJtMndhcri; lit jyijn fi -littpcr undlcit^if'idinii 'Of i^Ihi QttmhinAiiitrt^ (tfiicnf^i ^nd 
dnviruninLnIal I'aLlura inCluLDCL' Ihciiil.orLiimpkt. dituift:^ 


SiKti iVitardi pr£ij(Xl^ iiiCk'l (hi hillktl f^H^nli lil' tiaiidiidt'diHliX'Vriply i^-iili [h Ic^i1 
ntquiniiunkfnr pnii'jEy iiuicDn6disiiialiL>', DKliufaitgThFniquinziiunlxapplLfalikKi rddnally^ 
fundwl piio^cos nndtf Hfl^AA ie.ij,, J C H,B PwliisWe 

kjidl proviiicDt:. Cit>j rjun^ is a prujoct lundurlcdl b}' unulhiir .AJ in' mimb^r. KaiMr 
FkfTTHinenii'Qd'Nnphffn ('dliriiniib'; fjivhinn nfFtracdnzh. In ilini p^'-njtfc, imlii.'iilunl 
parliiipsliun in I3k rTKim:li it iumplLli:ly vulunfiirv ml individual mrunniTliufi will nal 

bd u:«l in pcrictid uudhK nirllvnul wrilldn cocuenL Thd dzni will Ik- iHud wiLy for njsdiriih 
[fwpo<i4S Aiid 'ullirtHitly id fndvftdd lo yicftl lirAlmjjb iliiin ^ilt vniitilc (he iix^dltM duii«vinnli> u 
bd nuHT ptKK ia pinpninliit; IHf causci of disease and lailoiny Imilmenl: fH pxintis. 


III. 4:>pp(iniiTi'i(iF!$ Ic Improtr II.R. 

dpurwinic ik init<«fi iwny iub^nmiMiEKt iiicmiKrdNvt^lKiwn in pudsiiin pdtiiiitwil 

kyisliJtiun wUutiiny die uw ii>J disekrauru ufpnuulit: infiimiiJtkin. As yuu ronsidcTHUuh 
leg^Lumn, we- uryc you 1n Ailly evakuld ihe impltcoiiisns ai laiy idduinnnl iidi|uin:nt«£it -nr 
pruhitqlimitaiid'Cixniii: llial new kyjdklwn dtks nA uiintiLVHnlynjilriL'l llii me urirtruniiiniun 
□eeckd Ut pfiHDfxe apprcfoiak healib eanj dtciKkin-Enakin^ 

Wnikiny Ihrauph AlCIF.cur induslry uiKKialfDai.n.'u hanM m-ifWDd ll.H.-fS} mdkkntilxd 
several nncps -uti^ wc tlunyjcs lei; cn cnweit ihn jy^ciic inionnfiiitn 'lidn 

uunlmtii Uo aiMjrr apptvpriali: L^nvri^ dL^citkini ludbL av.uliJbli lioimpnTvi iLu ijualiLyUif 
paiidnj nw:. VMe unruld like lit pubikh slm- Lhu we -dn nnl ivpfytAC ihe hill and wnh ils 
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lilitiil. (HIK tliFk-Wd,. ih: Mil w||| h- irtKrinttCd by tirttkiltit.. [UKlirhfiaiit.. 

iiiUivH]iMiy:i. lAwjiTn> Md 4.i|li(-T •nh:*vili>(J pOi^wi^hLiv^ lAlurikariOub'iMcrpfTMCkiiri'ur 

CLtitcrvi]' inMnI ami liuv' lh^' rviiuitvmiTTli ipin apply m L-^riLyiif wrUiriu^ Tu avvM any 
tT:«iru^<n. hraltli plan] v.i<iulJ liLc bp ^niiuJKC aulKunimiUo: i[ibmM.'r< in idkiki^uf 

■bnjI uur^up^L'sliunf fur rlid Fyin^ (hr ]4iJtulprv laiigm^ uflhL hilL 'Wl' [T:ipvr(rj1ly irfFur Ihi' 
Tolliiwin^ niuni rccyrxiTLifnisiiJbmlJcni. 

' M<4li.?ll}-ipilivH(f4 ltdliq;']hpHl4 l>v Tp pTiitlHlv I* 

MmjmgrialF ruvpmivt h[h 1 CrvHtmfrrii 

A] LinuLiilly dralkd. HJLiiun l(JI oFiIk bill l^IJ Inmil lifi'-savin^ 

IrmlJTKnLs bnjsirtril pKihihita hralLh iniuruHiL' plBn r[utn''[rTrKil'iTu;iirn.'tjuirin^" n 
individual ur a family [DcrhlKruf on individual bp undciiiU' a .gciKlk lull. Ttm pivhihitkm 
ran h: read ics luilriuling Ihc ahitily iif lEicallh UGuranLie plan bpiuquni Ihis inCdnmitkin, 
rv<n Vi hen iL is npedod In dclenninr iht appmpriu! enurse orticatmcH uvd evaluair (he 
palicnl's rligibiliLy fur roviera^. 

As nuied in previnus sipniun, □ .^colIiic lesL is ncud«l la delcnriint nvfulhur hepaliiis C 
pznicnis enuld hcncfii rnHuun ad(liiKmil 24 uieckxnrih[ 9 npy under Xitl puidelines. 
tlnuwer, pivihihiring plunt from lequosliag or requiring ihmut, iniy oiiKe- 

Einue individubli up fnrt^ri oiyroug^ dpi cho exiended iheiup^ ihui i;; nuodeil m edtbuij'h'dly 
irtii. [hrti pnniculbr urindicinn. 

UKdilrig i« ilit fUiiiic, uii^iw4i(^ 4(hAntiK i(i tiw9i44l uitiirw* wd ohiy 

u? rtfFiii> AddUkiMl i*iKK ittAlili iHAiirAiiH: pisni^ 'Aiill ii«Tt rtquvvi ^nrtic 

ivsit K' dHcniiirtv whtniibT VusluTniad Ilhi4>p«c£' Or irCavnCrVb ‘'^rrdnnvd. Thvr^iiiirv. Vi'd 
unir Che ii^citvumnilMv Id- utiniidvr vhaiijjvy IliHI i^^iuld allu-w pnipcr utvs- uf KCmclic HviiM 
whilv gl Ihv mnrCiinv mL-efinp Ihv hiH'berqiinilj^'iiilerinuhAiilirmS'nvIiv di»:rimimLvin. 


+ llvAlih AhiFpli.1 Tiv *ll■V)i^'l1 14 Ap|i[VVE ii> 


|»r4fc-ruirJvv»<ifi.Tpi|ift3i*i1 dhvA]i;' illiAapvillvmi 
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AacjiIiCt Cdi’ifCM i] dial dii£ k^lenimi Ui'Duld itrtvLiii lic^Jih iiiMirU:cplfeb (hjiti toniiriud^ 
H> UK iwiie i«it to [awTOfc pfmeniiwf KrwninE i*d di«UK mjfflEitnKM prceiinnF. 

^'c HK pnoul of <I k su«<u hulih insurwe pUiif. havt in prvmotipf prcvMnivi; 

hralth can: smLcis 1n kixp AmcncariF hralltn., dcluci discau:; al in cidy ki|{i:, iDd avriid 
ptvvcniifek illness. Plans iIm Iu^'c Ik^ii pf^iir)^ indcs'^tinpinp iiiiiavaiivcdiicaK: 
manigcmanl pncvEmni;. la iiriprmie pali;nl cirt anri hcilc^ cndccanc; fi>r persons widt 
dlnlKluS^ Liini^iYt'licad lidiliiit;anJ MhicrclirOiiincunilriiniis. 

□i:cjus4: Gl'idkju: prisib: wetor nili jIIyus, milliiini- uf AmcriLKW orr buallhiur and L'njiiyinjj. a 

higJicr qudlicy mriifc. Coo^s shnuld be malcinp -every possible nlTon le suppon dhese 
initiitis'es 1 1nfntlunade^', I I.H. -flJ cctild xliPc henllh innirinK plans Fran olilbjng g^^ndii: 
leaisiidideiirif^'paiieiiiS'iAiliiFiHay iKiK^ifKitn speeiile lypr-aorpres'eTUiFescKcniiiy nr 
diKiw puinjsBPienl KrviccF, 

For e.k 3 tnple. n person whu has ihe gene for iho ^nuliil fenn od wlpreolal eanKr could 

bcDcfil from earlier lt mixr fm^uunL KLiuenin|}; tnr the deKasc. Ax ^nelic xcKnue advua:EX 

oser due ncju deoide and Iboynnd. hothh InsunKC ^ lua nsll ha^ie a legiiiimaic ntod lo uk 

yenclic leslii^ hi idpni^ ihrae pcnKVTK imL ensure- Ifial tfiey rvccis'e- the nDees:ai\' screening 

toJ oar^‘ ininvenuoa tu detcii imf noitt eanecra fbr -hii.'h they arc- highly auieopUble. 

LununL h.w bIIuvs'i htrallh iniurnnix- rAins Id use yanetk- Eesliny in Ihzr mmcier, hul H.lt. 4H'3 
ooukjprcvrfM plarts fronsrakirtg suh pr-OKlivie moasuroson behalf ofthedronrolloes. 
ur^ Itu: ecfnmibiet: In Lhinya Ihc hill bo ensair chit il due; nnl unintanLionilh’ undermine 
pres-eniicn health own seevioea and disease onaiia^enneiiL prnyrattna. 

* A eleanr, nitre pnelse dellnltlnfl tt ‘^necle Intbmnadon* ^otld pnmnte tpriniti 
palicnl riTFtnil help avoid unitlended ioatK|uenjeH For etnitimerx. 
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We aIw nre cnnccmcil e^l hl.lj . 44'H inLltHtefi an CKetuiicly hnud deHriiiinn nf ihc ufm 

"i(U(;iii; iruijrmMkin," M tfiirrsiitTy umnw. ihit Jtl'iftHKw cwjifl ijnpi> w fiisatcs. lesit. And 

txiiHlilKWRi ihM cvirtVl^tdtir hItvIAKJ U 

Anuihur |ni:t4cm k lhal Ihu 'bill'i ^finiLKms ic);uabl;; nruliJ if^ly lih ixrlain I'wdilioni - 
Huih m obcxily ur high rInItsteiDl - chit arv d« ^tuzlic, but nay be linked le n ptna4i''i 
funily hutnn’. Hiiien lb«^ ih«e is ne ennnKliec h i ifiscirir ^ne Ter Ihese eendiiianL 
[he hill in in iiiinenc inrm enuld hi: inieipnied in preveni heibh insuncce Jilus ievtm 
r<i)u»iinj ie$u iluii iiuEulii li^lp pmieniL nvnid nr -nc'erenme henliii iM'-nhlLms. lju^iI hy 
i>t)«|ty cv Insti dlnXdsivnnl. 

Thi'K' arc HiriiiuiiEisucS'With ndr'nTii.'hinp invIii'aLwns fwlK-allh L’arreiHiHiraicn. As lhi« 
bill mihFUS Ihrouph Ihu l[;{;islali'>''u piwusi^ wem^ Ihe subiwimirlru iDdunne^peiKtk' 
iafunnsdiHi" wilh grvalerclarily and prurisien. 

■ Thr ihrcBt «[ lltipitiDn cm far illri-iibtil by clirif 7 .inB. Ihi4 1 itk- ] I *f lh< bill. 

uncDnLpDssmp rmplns L'n ind unicns. don jiuC ton'tr Ibc- idmdnKlritlDn and optintliia 
of HnpInytj-'spdmnndfnHphHlIfe pUni. 

Aldlvt^lt she bill ueludes rieptnne sjiiei. addieuktii henlih. Mk^iirance iAAii£« (I'lrl? i) JJid 

tnipld^min TAju^iT^ld I1).iht lfti$hinlvt lAniiijiu«i[irTiilt n ixmld ■}« iiiitnni«iKl u 

irhludc Ihu Kartb ci|' Jii Lanpluyur^spcYiSuiUtJijrvTup'hcallhpliin as ■luinp^uycrprai.'licrlhiiC 
LAJuld bi' IhrtnuA li.TadisiTnniniiliwi ciimpluinL Sprei lidilly. scidkin ^[12 slali's lhal iLiiin 
unbwfiil -rcnplDymcnl pfKiicc fer an crifi'kiycr to "discriminalc i;jainst any umplc^'ur H'dlh 
^^^1:1 IoIIk LcimpcTisiiion, lcnatE,cockdHioni.and privitcpcs afcnipkiymnifi." Thai 
lanyup^f inabe iniurpruieJ uipp^ing Ian hnlibbcnelhs plan nrlKaldicnvciTi^ 
spendmied'nrLilYaiied hy uaniplniyer. Sbme emplcvyera mny hediKcmped'fmm ncTering 
tmphisyet feenlih iKrte-flc; >0 iniold iii( Ihnoni n/ lici^ioii. |s It wr nndeiAiind^ IhM iht 
Tick- II pru>^illi>iit wdrv lien ikIKrykd id ddvb' iKiinii EkiKliif pMdt And wp yiyufM ihM llid 
lanKuaficbcuhriliud lu iinuru lhal uinpldon:r-:>pmKni:d Ki^iip hrallh plin^ am>o( cd>u[vd 
under IhcTdlr II laiiyui^. 
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Vi kbu uicnld liki: to ’bung cinluin iL'ctsacal iuuLS lii Itu: subnxnmilU.T'i' allLnliim. [I ii itur 
umknbdtiilin^ Ihul lhL;;pOTLKris(?ril.R. 4V'3 Ju nul i[^'nJ fur Ok bi!l luiuyvr kirrjj-kmi rare 
prcdwl^ Alt<]L Ik biQ inl^ bt read K lil'ki^li iiitSMnaireiiL 

ac^iHtg barfKfj ib opnmal paiicni canf bbii ik adyikHvuic of i uiicnal inl'kiiienKrii 
iiifbsiniHtiK. AHlf'kscbntmuiebilniiU'iiKculKomMiicKt iTKmkfi AtKl^ufffjtwjNdKM juid 
blhtrtviificRTd i^«> 

|V^ lnJuytry Supporl l^r ^ondivf rinRiimion and Ptivjic^' Pritbcliinii 

li is i[>ix'vinm Ibr ik sJitKcrnimikc u iirnkTsinml 1hH lenciic infranniini na iiwdi co deny er 

-(dnKl oTiueraf; or $«( [ciftniiimE. Al tk SinK- Inn;'-, kjhh insur^noe plons. ar; no 

usd iiiuli 2 iKlind tk iiEpcclnfKi: -nfiJcnlrKring Ihc pEis-'Ky nnd ccn'fidcrTliDlily of inilividtully- 
idonlifiible hmirb inrccmilinri, incluriinji jiciKlic infnmuikin. Ourindiiiuy's pncliosairflKi 
□ur siroDg M^ipocl far imnisdrins of Luiiunl lap-' OaL ( I f protidbil disLriniinaSinn ig^insl 
inili>cdails btisrd n tkir projlu: infomDlion; uiil f 2) pnHuct SIk LonlidenlEiliih' of p^jliunl- 
iilLiTlifiiibde yi3KlK infurnuLK'n. 

rk itHttsA Mc^lOi liliurakb Pbrubi1ii> and AocouiuabiCiiy fuii of I wb -i M IPA A) piiliibati 

Md kalih infurwctinfaii^Hcki^iip rviuk#i fkoHii u£in|t ik r^siihs of jteniMioKses 
10 deny eo^enifc or k 4 differeni ptemnim raiof fw inrbvidnolo «ho pnnk>(^ie in eroitp heolih 
plsns- HIPaA spffificjJIyiirohibfls sircMikillh insurmcepljnafronn; 

' refuainiJ Ur irus>cr cnf^loyvu] ur Okit bmly mmikn bituil un pLiKlre indunrubfm; 

> [i:kting Ip renew cnvDDfs baud oigi^fKik imrrHiniiinn; 


flqobA'os md iklr l^iinb'nifTtikra hi(;frti pHtnumri bi^^d on (ihkik 
infonnaiiokaiid 
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■ yaicclln^ixmiCTi^ l:Hi4a|cBi^n^lu InroTmilH.'Bi 

]n Kldiliai no pimiding Ui«f aoed^DninuiDn pioihILoql H IPaA cslEitlisticd in cfTcnivt 
fiuTKv.'tiL foThrakh insunn«:p1^5.lKii1lh ui^prn^vi^rs.and luillh c3rcclcirin|h!>j^s lo 
pnji«t indiviJmls^ hwlnh inlwiBUfm In iwlilintHi. ^ nwTt^rufssWtc privneyfews itipow 

KiniilfirifislHcnlimsLilEiu uif lAjdi«^uiu i'll bcallh jtiJ yoKbc lafiimiaiiiHi hullh 
ifi?;ijancc plans. 

Tlie folln^'ing cujnptehpglilightsimtpcKtKnl c:.«mplB aThn'*' IhcwpiiTiTicy jmtediMis- 
iippljf mml-hfe HSIinpr 

* HIPAA prolibils knllh itiannc^ pleiK nr bnllh car pncnidcn Ircnt di»1«ing infDmiKinn 
alxiui nn indi’ndwl'agenetkccstsln mernplci>ierwlKi?p(insun jkallh inswinsM plm 

* HIPAA pHTTBls hcaltli insuranc? pkns and hcakl care providn^ no us and diselau: peiKlk 
mlbfmnlim when nndnd fnr Ihe i^di^'i(lw]^s Ir^imcnl 

* HIP.^A pmusti health insurance plans and health care procideis no us and disclose genclic 
mrermnlion when needed fw-roniengje dnerminnlioos - such ns In ddrnnnne whelher 
cuvcuip fur * gjjnaic Its err jundic screiw will be Miiihmwtl ur parri fc» bjr n htnltfc 
nKuraiitit: plan. 

' 1IIPAA penTvns indnuhuls ^ Knhtirm « heiillh inaunmee plan cn Iwahh tar? |TT>vidtr m 
i^E|ielci$)e [tEir g^TKlic BiflHinSliim Id a p&r^m whiS wihilil Lthn^ iHi lyfl be nnlitlad m ruO^i'n: 
the icrfaf maainii do a ficnily lucnihce inietcaicd in IcieiiiiigabnuLrlK indin iduiJ'sgeneiic 

cundiLional 
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V. {'i»[M:lii^ii»[i 

f hwiL JTOB Tuf rcfiekkrint wr [HTyp^irtivi'^:: (rn lhi'« inwrtDnl Enuc::: I luillh plirp 

lllllL^ ■^th'xnicil iKl'lllIl lIHIL: -tkljitUCUfi Jllll. Ill llli: SWM- LllVlt. ^iHUlAlh^ -qill^ny plilSilllluMkii in 1hc 
umu of iiiHidi^KrimiDUUioe jn J canfidiiiiubTy. VVc ifigmxuii: iliiii cffMJiiLchy ii> uistif^ nnd u? 
sland niady Id \Aiiifc. p-mN Ihc iiilKomnilliL'r C4i ihii and clhn' hsilih care priarilhji- facing dut 
naliun. 


Chairman STARK. I want to thank all of you. My assumption is 
that the first three witnesses are in support of the bill and that Dr. 
Corwin is in support of the bill with conditions. I guess I would just 
like to figure out whether we’re in a general hearing nit picking or 
whether there are some major issues here. 

You guys are hooked up with Harvard, right? 

Dr. CORWIN. In name only. 

Chairman STARK. In name only? All right. 

Dr. CORWIN. Separate entity. It used to be part of the Harvard 
Community Health Plan way back. 

Chairman STARK. Okay. I don’t suppose there are any laws 
now — and I don’t know what the Massachusetts health bit — if I 
come in and you tell me that I have to have a colonoscopy and I 
say I don’t want to, you are not going to kick me out of the plan, 
are you? 

Dr. CORWIN. No, sir, we are not. It’s your choice. 

Chairman STARK. I mean, you are not going to send me to jail. 

Dr. CORWIN. No, sir. 

Chairman STARK. So, wouldn’t the same thing prevail if you 
told somebody, well, we think the indication is you have this condi- 
tion or that condition, and I think in your testimony you said 
maybe you want to get an extra 30 days of treatment that could 
be identified as necessary with genetic testing. Was that yours? 

Dr. CORWIN. That is ours. 

Chairman STARK. Okay, that was your testimony. 

Dr. CORWIN. Yes, sir. 

Chairman STARK. Wouldn’t medical ethics say to you if I said, 
no, you think I probably would need the 30 days, but I ain’t going 
to take the test, wouldn’t medical ethics say well you ought to go 
ahead and give me the extra 30 days of treatment just in an abun- 
dance of caution? 

Dr. CORWIN. What our concern is, sir — this is a very good ques- 
tion, first of all. 

What our concern is, that when Dr. Collins’s future research be- 
comes even more sophisticated, that we will soon be at a point in 
time where what is called pharmacological genetic signatures, or 
pharmacogenetics, will allow us to take a look at a panel of 
chemotherapeutic agents on one side and a panel of genetic inter- 
pretation on the other side of a grid and help predetermine which 
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chemotherapeutic agent is most likely to he able to help you in 
your treatment. 

It is our understanding and our concern that, in the wording of 
this bill that, as it stands at this point in time, that requesting or 
requiring someone to undergo that kind of testing as a health plan, 
to help guide their therapy to the most appropriate level, to ensure 
they get the most appropriate medication and not the most — best 
guess, which is not good medicine at this point in time and not evi- 
dence based, that we wouldn’t be able to do that. 

Chairman STARK. Okay, now, I think you hit on the operative 
word. I don’t know as there is anything in the bill, although I must 
say I would have to read it more carefully than I have, that would 
stop you from requesting it. But as to requiring it, I don’t know 
that there are any tests that you can require anyway, and I don’t 
know that, under law. I guess you could say you withhold certain 
treatments. 

I don’t know, I certainly wouldn’t want to see anything in this 
bill that would interfere with the delivery of the best medical care 
that your physicians could determine for your beneficiaries. I do 
see the exciting prospects of being able to be much more accurate 
in determining what kinds of pharmaceuticals should be used. We 
get in a big fight with Amgen about EPO. How much EPO should 
you give somebody in dialysis. I think I know, but I think it is de- 
termined more by money than it is by medical science. 

But be that as it may, I don’t want to get in the way. If there 
are specific issues, then I think you are going to have to, and I 
hope you will, sit down with our legislative counsel and your law- 
yers and see if we can come to some kind of an agreement that 

Dr. CORWIN. We are more than willing to work with you on this 
and we would love to do that. 

Chairman STARK. Because if we could work those sorts of things 
out, you guys would favor the bill. 

Dr. CORWIN. Yes, sir. 

Chairman STARK. Well, I will assure you that we will do our 
best to see that we don’t get in the way of physicians practicing the 
best medicine they know how. Now I can’t assure you that I am 
going to be able to put something in this bill that is going to pound 
sense into the heads of your patients, who may often choose not to 
listen 

Dr. CORWIN. My patients have been refusing to listen to me for 
a long time about a lot of things. 

Chairman STARK. I can lead that horse to water, okay, but that 
is about as far as I think we could get. 

So, I appreciate you raising those issues and I hope that, with 
your forbearance and cooperation, we could take care of those. As 
long as you see them as technical corrections. 

Dr. CORWIN. We feel they are technical corrections, yes, sir. 

Chairman STARK. I think that that we could handle. 

I want to especially thank Mr. Escher for raising concerns. I 
know it is difficult, when we talk here in generalities of people not 
wanting to release private information. It is even more difficult, 
often, to come in a public forum such as this and talk about your 
family and your personal involvement. But it is important, and so 
you are to be thanked for the inconvenience and however you feel 
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about our invading your personal privacy. But by being willing to 
step forth, you do us all a service and I want to thank you, in par- 
ticular. 

Ms. Terry and Ms. Pollitz, I thank you for your help and support 
in this. We may have as we try and move this along — we have to 
report this by the 23rd? — we are on somewhat of a time schedule 
to see if we can report this out by the end of the month. So, we 
may want to call on all of you, if we can, over the next week or 
two to see whether we can wrap this up into a form that will have 
broad support. 

With that, I would like to recognize Mr. Camp for any inquiries 
he would like to make. 

Mr. CAMP. Thank you, Mr. Chairman. Again, thank you for 
holding this hearing. 

I want to thank you all for coming and taking the time to do 
that, especially Mr. Escher. Again, it is difficult to come and talk 
about personal issues. Hopefully, we won’t make you come in an- 
other 5 years, we will have resolved this issue. Ms. Terry, after 12 
years of effort, I hope we can. 

Dr. Corwin, I did want to just point out, there is a limitation on 
genetic testing in the bill, but it does say an insurance plan shall 
not request or require an individual or a family member of such in- 
dividual to undergo a genetic test. So, it looks as though they can’t 
even request it. 

But then you go further down in the rules of construction and it 
seems to go the other way and says in the rules of construction 
that a health care professional who is employed and is providing 
health care services may notify an individual of the availability of 
genetic testing. So, there is a bit of a construction problem here 
that I think — would think the rule of limitation overplays the rule 
of construction, so I don’t know if you want to comment on that, 
Ms. Pollitz? 

Ms. POLLITZ. Actually, if you continue on, the bill also protects 
health care professionals to request that they undergo, they just 
also can’t require as well. 

Mr. CAMP. Under the rules of construction. 

Ms. POLLITZ. Yeah. 

Mr. CAMP. Yes. Oh, no, I understand that and I mentioned that. 

Dr. Corwin, there is a limitation on insurance companies re- 
questing, but in the rules of construction they say that physicians 
and professionals employed by an insurance company can notify in- 
dividuals of the desire for a genetic test. 

What does that do in terms of your understanding? 

Dr. CORWIN. I am not a lawyer, so I would have to defer to my 
colleagues who have helped me try to understand this bill as best 
as possible. My understanding is that the health insurance plans 
would be prohibited from requesting and then requiring. 

Again, we do not employ physicians. Physicians are merely the 
end product of the delivery of health care. The 

Mr. CAMP. I am sorry. 

Dr. CORWIN [continuing]. The testing that we would be request- 
ing. 

So, again, we get into the situation within our plan where we are 
trying to help improve the long-term, evidence-based process, de- 
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crease the variation in the practice of medicine. To your point ear- 
lier in terms of getting to that wonderful state where we have elec- 
tronic medical records that do all the reminding for us, it is a great 
future place to be. 

But at this point in time, health plans have a very significant 
component in terms of filling gaps in care in the busy office prac- 
tice in terms of reminders, both to patients who don’t want to have 
their colonoscopies done for obvious reasons, not a comfortable pro- 
cedure to undergo. If they have to be done more frequently, it is 
less comfortable to have to undergo those procedures. 

In the same token, we like to be able to remind physicians that 
they have panels of patients who require these tests. Being able to 
encourage that and use this information in that way that if it is 
available in a generic way at some point in the future, to the 
Chairman’s comment, at some point in time there will be tests that 
will be available that will help us with this. 

Mr. CAMP. Yes, I would be happy to yield. 

Chairman STARK. As another nonlawyer, what I am hearing 
here, some from my staff and some from — ^that there are some legal 
differences and niceties between saying, if you recommend to me to 
take the test, that is okay. But if you request it and I don’t, then 
I might be in danger of being kicked out of the club. That I don’t 
want. 

So, I mean, those are terms of legal differences that I think we 
have to work out, because I am happy to have you recommend to 
me, even be a pest and remind me. But I don’t want to lose my 
health insurance. 

Dr. CORWIN. We don’t disagree with that interpretation. 

Chairman STARK. Those are — okay. 

Mr. CAMP. I agree with the discussion, the way it is going. I 
mean, obviously, on the whole concept of the bill, I think we have 
general agreement on. We just want to make sure that as we look 
to the future — and I thought Dr. Collins was pretty eloquent in his 
statement that we do need to personalize health treatment. That 
that can be a real help to the future in terms of addressing health 
care needs and costs and other things, and obviously making sure 
people get the care they need. 

But the word request is okay with doctors, it is notify with insur- 
ance providers, it is request or require up in other language. I 
think we just need to get together and find out what the com- 
monality should be so that we don’t have an unintended con- 
sequence later when maybe this becomes a very hopeful tool in 
helping people. 

But the main purpose of the bill is to protect people from the 
misuse of this information, which I think is the real concern ini- 
tially. We don’t have the technology to really use it as a health care 
preventive measure right now as much as we would like. But as 
Dr. Collins also testified, that is coming, and we don’t know how 
soon that will come. 

So, I appreciate all of your testimony. Thank you very much. 
Thank you, Mr. Chairman. 

Chairman STARK. Thank you. 

I just had one other question of Dr. Corwin, and maybe Karen 
could answer. In Dr. Collins’s testimony, I asked him about how 
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much it cost, and he indicated that there are services out there 
that would be glad to accommodate me and also recommend 
Herbalife and a lot of other good things for me to take if they found 
something that didn’t seem quite right. 

Are we going to be opportuned by, quote, services who want to 
get out and sell this kind of program to the public and then come 
and ask us to have Medicare pay for it? Are there any of those 
services that are valid? Or do we have to wait a while until they 
are more developed? Can you comment on that? 

Dr. CORWIN. I would be glad to, and it is an excellent question. 
I don’t know the future answer to that, but currently there are 
some, for lack of a better term, fly by-night services that do offer 
those things. 

There are many very good companies who are offering genetic 
tests at this point in time. But as Dr. Collins indicated, these are 
companies that have patented certain components of the human ge- 
nome which have raised the price. To answer your question about 
the pricing, they can be anywhere from, depending on how good 
your contracting people are, from a couple hundred dollars up to 
$5,000. Many of these companies hold the patent on specific tests 
which limit the access to that one company, so there is a lack of 
competition and that is an issue for us on the payer side in keeping 
the overall cost of medical care down. So, I think that is a future 
concern. 

We will have to sort through the latter part of your question, 
which is how do we decide if these programs are really very good 
and whether they really do offer anything. It would be our hope 
that we would be able to use the evidence of science to help us de- 
termine what tests are appropriate, when they are appropriate, 
how they should be best utilized and hopefully keep them in the 
realm of the primary care practices of our specialists and our pri- 
mary care physicians and away from people who may take advan- 
tage of other people’s concerns, which is obviously something that 
does happen, unfortunately. 

Chairman STARK. Is it in the public interest to patent this 
stuff? 

Dr. CORWIN. I think that is a politically hotbed question. I 
would say with all due respect to our private enterprise system 
that as long as it is competitive, we may be able to keep those 
prices down. Right at the moment, it does not feel like a competi- 
tive environment. 

Mr. CAMP. Mr. Chairman, we do have — and this is fairly off the 
subject, but we do have patenting of tax advice, which we have 
held hearings on in the Committee on, so we have got some real 
extensions of patent law that are occurring out there. 

Chairman STARK. Do you suppose they could patent politicians? 

Mr. CAMP. I think that would be a very scary thought. 

Chairman STARK. I want to thank all of you again, and we will 
conclude the hearing. Thanks very much. 

[Whereupon, at 3:37 p.m., the hearing was adjourned.] 
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